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1CHAPTER 1: RATIONALE AND BACKGROUND
The need for information on the health service needs of people with physical and/or sensory disabilities was
first highlighted in Shaping a Healthier Future, a document which outlined the national strategy for effective
healthcare in the 1990s. This strategy document identified the establishment of a national database as the
means of gathering such information. Subsequently, the report of the Review Group on Health and Personal
Social Services for People with Physical and Sensory Disabilities, Towards an Independent Future, identified the
lack of reliable information on the numbers of people with a physical and/or sensory disability needing a
health and personal social service and their precise service needs. As the efficient planning and provision of
services are dependent on reliable information on the numbers and service needs of people with disabilities, it
was recommended that the Department of Health and Children, the Health Boards and Voluntary Agencies
should establish a database on the health and personal social service needs of people with physical and/or
sensory disabilities. According to the Review Group, ‘it is only following the establishment of this database, or at least a
detailed review of health service needs that service needs can be definitively addressed’ (Towards an Independent Future, p33).
NATIONAL PHYSICAL AND SENSORY DISABILITY DATABASE DEVELOPMENT COMMITTEE
As recommended in Towards an Independent Future, the National Physical and Sensory Disability Database
Development Committee was established by the Department of Health and Children in December 1998. This
committee comprised representatives from the Department of Health and Children, the Health Research
Board, the health boards and the voluntary agencies. There were 21 members at any one time. This included 5
from the Department of Health and Children - 3 from the Physical and Sensory Disability Services Section, 1
from the Intellectual Disability Services Section and 1 from the Systems Unit. Furthermore, there were 2
representatives from the Health Research Board, a representative from each of the health boards (e.g.
directors/regional co-ordinators of disability services or specialists in public health medicine), and 5
representatives from non-statutory bodies (i.e. Multiple Sclerosis Society of Ireland, Independent Living
Community Services, Enable Ireland, Disability Federation Ireland, and National Association for Deaf
People).
The remit of the Development Committee was to prepare detailed proposals for the development of a
National Physical and Sensory Disability Database and to make recommendations for the content of regional
datasets on the specialised health and personal social service needs of persons with physical or sensory
disabilities in line with the recommendations of Towards an Independent Future, and having regard to the Data
Protection Act (1988) and the Freedom of Information Act (1997). (See Appendix 1 for detailed terms of
reference).
2OBJECTIVES
The first task of the Development Committee involved clearly delineating the objective of the National
Physical and Sensory Disability Database. The overall objective was described as providing a picture of the
specialised health and personal social service needs of people with a physical or sensory disability by monitoring
current service provision and future service requirements over a five-year period. Individuals who currently
received services and/or required services within a five-year period would be included on the database.
The database would allow:
 the planning of appropriate service developments;
 the prioritisation of service needs;
 assistance in resource allocation decisions at national, regional and local level; and
 the facilitation of research.
It was recognised that there was a need for a database on physical and sensory disabilities for the purposes of
providing figures and statistics, which would allow the Department, the health boards and the voluntary
agencies to plan services and also to clearly identify and have concrete documentary evidence for additional
funding. It was agreed that the database could not fulfil both epidemiological and service planning purposes
and that the focus would be on creating a database that would facilitate service planning and provision. Not
everyone with a particular type of disability will be availing of or requiring a specialised health and personal
social service within a five year period. Therefore, the database will not provide any definitive epidemiological
statement on the number of people with a particular type of disability in a health board area. However, the
database should provide information on the number of people with a particular type of disability who are
currently availing of or requiring specialised health and personal social services.
It is important to note that the database is a broad administrative tool that will allow more efficient planning.
It is not an individual clinical assessment tool.  Therefore, if some one is not on the database, this will not
preclude them from receiving services. Similarly, providing information for inclusion on the database does
not imply the automatic provision of that service.
Specialised health and personal social services are defined as:
‘the range of health and personal social services, additional to generic services, which may be
required by people with physical or sensory disabilities for the purpose of achieving health and social
gain and maximum quality of life. These services are provided by, on behalf of, or in partnership
with the health boards’.
Specialised health and personal social services refer to therapeutic intervention and rehabilitation, personal
assistance and support, respite, day and residential services.
3METHODOLOGY
The work of the Development Committee, in meeting these objectives, was achieved through monthly
plenary sessions (26 meetings in total) and the work of the following subcommittees, which were established
to address specific issues.
1. Registration Subcommittee (6 members-See Appendix 2): This subcommittee was established in March
1999 and met 3 times. The remit of this subcommittee was to look at the criteria for the inclusion and
removal of people on/from the database.
2. Health Service Requirements Subcommittee (6 members-See Appendix 2): This subcommittee was
set up in March 1999 and met a total of 7 times. The primary task of this subcommittee was to list and
define the specialised health and personal social services used or likely to be used by children and adults with
physical or sensory disabilities. The work of this subcommittee was subsequently taken into consideration
by the Subcommittee on Field Definitions.
3. Field Definitions, including details of disability (7 members-See Appendix 2): This subcommittee was
instituted in June 1999 and met a total of 14 times. The responsibility of this subcommittee involved
providing field definitions of information required for the National Physical and Sensory Disability
Database Form, identifying standardised and generic disability measures for children and adults, establishing
detailed guidelines for data form completion, and configuring the data form.
4. Awareness Subcommittee (6 members-See Appendix 2): This subcommittee was instituted in March
2000 and met on 2 occasions. A strategy for increasing the awareness of the database in the health
boards, voluntary sector and the general public at national, regional and local level was outlined.
5. Phase 1 Implementation Subcommittee (17 members-See Appendix 2): This subcommittee was
established in February 2000 and met 12 times in total. The purpose of this subcommittee was to co-
ordinate, manage and evaluate the first phase of the National Physical and Sensory Disability Database
implementation in 4 Community Care Areas.
Each of the subcommittees had representatives from the health boards (e.g. Directors/Regional Co-
ordinators of Disability Services and Specialists in Public Health Medicine), voluntary agencies, the
Department of Health and Children, and the Health Research Board. (Appendix 2 lists the members of each
subcommittee and their affiliation.) At all times, there was a constant feedback loop between the work of the
subcommittees and the Development Committee. Furthermore, outside expertise was sought as appropriate.
In addition to the above areas, the Development Committee prepared detailed protocols to ensure that data
was collected in a standardised manner to ensure cross regional comparability. Such protocols included:
 the rationale, objectives and aims of the National Physical and Sensory Disability Database;
 the nature and level of responsibility for the implementation of the database at local, regional and national
level;
 registration criteria;
 type of information collected;
 identification of clients and key-workers;
4 data collection procedures;
 informed consent;
 validation of data;
 putting systems in place to audit the quality and accuracy of the data;
 system security;
 data protection;
 access;
 training and support.
It is important to emphasise the involvement of the Department of Health and Children, the Health Research
Board, the Health Boards, and the voluntary agencies and the fact that all stages of development were
collaborative and included input from all interested parties.
Phase 1 Implementation
Phase 1 was an important stage in preparing detailed proposals for the National Physical and Sensory
Disability Database as it involved the implementation and evaluation of the proposals formulated by the
Development Committee. The purpose of Phase 1 of the implementation process was to act as a ‘dress
rehearsal’ for the national implementation of the Physical and Sensory Disability Database (PSDD) and
differed from it only in scale, with fewer people registered during the first implementation phase than would
ultimately be included in the National Database. Phase 1 allowed all of the main features of the National
Physical and Sensory Disability Database, from the identification of the target population and data collectors,
to the collection, processing and interpretation of the data, to be systematically tested. Phase 1 answered
questions about the length of time required for national implementation, the effectiveness of the data form
and implementation procedures, the reaction of respondents to the database and the method of data
collection, and unforeseen problems that existed and needed to be resolved before national implementation.
Four Community Care Areas (CCAs) were selected as Phase 1 sites. The selection of CCAs as Phase 1 sites
was deliberate in the hope that most of the potential difficulties in identifying both the target population and
data collectors in a complete planning area would be recognised and addressed at an early stage of the
implementation of the National Physical and Sensory Disability Database. The spin-off of this approach for
the CCAs involved was that their data collection would be complete, subject to minor refinements, at an early
stage of the process.  Phase 1 Sites were chosen according to their geographical location so as to achieve an
urban and rural mix and to take regard of previous data collection experience in the area. Each health board
volunteered CCAs that were willing to participate in Phase 1. As a result of the interest, the CCAs ultimately
selected were drawn at random.
The Phase 1 sites consisted of two urban areas, one of which had no previous data collection experience
(Dublin – CCA 4), and one which had previously collected data for a physical and sensory disability register
(WHB - Galway), and two rural areas, again one with no previous data collection experience (SEHB area –
South Tipperary/East Waterford) and one which had previously collected data for a pilot physical and
sensory disability database (NEHB – Louth/South Monaghan).
5Evaluation Procedures
All the proposals of the Development Committee were formally evaluated as part of Phase 1. Evaluation was
divided into four parts and consisted of completing evaluative feedback forms and debriefing sessions (See
Appendix 3 for a detailed description of the evaluation procedures).
 Stage 1: Evaluation of Client and Key-worker Identification Procedures
 Stage 2: Evaluation of the appropriateness of the Training Module on Data Collection
 Stage 3: Overall evaluation of Phase 1 Implementation
 Stage 4: Client Evaluation
All database personnel (i.e. Regional Database Co-ordinators, Database Administrators and Resource Officers
as described in Chapter 2 and Appendix 5), people who were responsible for administering data forms, and
clients played a significant role in the evaluation process. Any evaluative feedback received during the
preparation of proposals was considered and incorporated, where appropriate, into the Development
Committee’s final recommendations.
Establishing Reliability
In establishing reliability, an effort was made to ensure that the information that is collected on the Physical
and Sensory Disability Database form is accurate and therefore useful. There are various types of reliability
that can be estimated. However, during the development of proposals for a National Physical and Sensory
Disability Database, it was important to focus on the area where there was the greatest possibility of error.
That is, it was important to assess the degree to which different interviewers were consistent in the way in
which information was elicited from clients and subsequently recorded on the data form. The importance of
establishing this type of reliability, known as inter-rater reliability, became particularly apparent when it was
taken into account that there may have been individuals administering the form who were not familiar with
the circumstances of the client. The aim was to obtain an indication of accuracy and variability rather than a
precise statistical measure. To establish inter-rater reliability, two interviewers administered a Physical and
Sensory Disability Database Form to the same client at different times. (See Appendix 4 for a detailed
description of the procedures involved in establishing reliability). Feedback from this exercise was important
in terms of finalising the data form and its accompanying guidelines.
☛ Overall, Phase 1 Implementation was vitally important to ensure that accurate and standardised
information would be collected at national level and that the final recommendations of the
National Physical and Sensory Disability Database Development Committee were capable of
being implemented throughout the country in an integrated and structured manner.
6CHAPTER 2: RECOMMENDATIONS
This chapter details the recommendations of the National Physical and Sensory Disability Database
Development Committee for the development and implementation of a National Physical and Sensory
Disability Database.
1. IDENTIFICATION OF DATABASE PERSONNEL
The first step is the identification of the database personnel and administrative structures for the successful
implementation and management of the Physical and Sensory Disability Database at regional level. These
include:
 Regional Database Co-ordinator: Each health board should have a Regional Database Co-ordinator.
While day-to-day operations can be delegated to the Database Administrator, the Regional Database Co-
ordinator shall have overall responsibility for the Regional Database.
 Database Administrator: This individual will have the responsibility for the day to day running of the
database.
 Resource Officer: The Resource Officer will act as a liaison person in a community services area for the
duration of ‘the lead in phase’ of the development of the database. This will involve a co-ordinating role
in the identification of individuals who could potentially be included on the database.
 Clerical Officer: The main responsibilities of the Clerical Officer include the provision of administrative
support to the Resource Officer and Database Administrator (in particular during client and key-worker
identification) and data input.
 Regional Database Committee: This committee should consist of a small group of individuals from
the health board and from the voluntary services in addition to the Regional Database Co-ordinator and
the Database Administrator. The recommended functions of this committee are to review the operation
of the Regional Database, to ensure compliance with the National Physical and Sensory Disability
Database protocols, to advise the Regional Database Co-ordinator on operational issues and to raise
awareness of the Regional and National Physical and Sensory Disability Database in their health board
region.
See Appendix 5 for a detailed description of the responsibilities involved in each of the above roles.
☛ For the lead-in phase of national implementation, there will be a Regional Database Co-
ordinator, a Database Administrator, Clerical Officer and a Regional Database Committee at a
regional level. At a CCA level, there will a Resource Officer and clerical support.
7☛ It is important that all the recommended posts are filled and that the Database Administrator,
Resource Officer and Clerical Officer are dedicated full-time positions for the National Physical
and Sensory Disability Database.
☛ It is recommended that at least 1.5 clerical staff per Community Care Area needs to be
considered with particular reference to the lead-in phase of national implementation and the
initial period of client identification and data input, both of which are time-consuming exercises.
☛ It is recommended that the Resource Officer is an individual with a clinical background who has
worked within the Community Care Area and has a good relationship with colleagues in various
health board departments and voluntary agencies, as this facilitates the identification of clients
and key-workers and the enlisting of as much co-operation as possible.
☛ As the Resource Officer is a temporary post, it is extremely important that expertise is built up in
both the Resource Officer and the Database Administrator posts so that it will extend beyond
the initial lead-in phase. Furthermore, given the current climate of change in health board
personnel, it is important to ensure that there is an adequate hand-over of skill if there is a
change in personnel.
☛ The importance of the role of the Regional Database Committee cannot be over-emphasised and
it should play an active role in the development and steering of the database in the health board
region. As Public Health Nurses have been identified as important sources of key-workers, it is
recommended that where appropriate, the Superintendent Public Health Nurse should be invited
to be on the regional database committee. It is recommended that a representative of the General
Managers (or equivalent) within the health board region should also be on the committee.
82. RAISING AWARENESS
The fundamental principle for the effective raising of awareness is to identify the potential target audiences,
the message to be delivered to each group and the most effective medium for doing so (e.g. information
leaflets in standard, braille, audiotape, and sign formats, web-sites, information sessions, and written
publications). It is important that the information is available and provided at regional and local level, as this
will promote ownership of the database. Furthermore, if people with a physical or sensory disability are aware
of the proposals for a physical and sensory disability database, it will greatly facilitate the collection of data. It
is also important to note that raising awareness is an ongoing endeavour and should not be limited to the
initial lead-in phase.
It is recommended that a national campaign for raising awareness will coincide with the raising of awareness
in regional and local areas.
Having established an Awareness Subcommittee to develop a strategy for raising the awareness of the
database at national, regional and local levels, the following methods of raising awareness during Phase 1 were
implemented, have been subsequently updated and can be extended nationally.
• An Information Pack was developed. For Phase 1 Implementation it covered such areas as the rationale
and objectives of the database, terms of reference for the National Physical and Sensory Disability
Database Development Committee, registration criteria, type of information collected, summary of
protocols, awareness and background to Phase 1 Implementation. This was disseminated amongst health
board and voluntary agency personnel. The Information Pack will be updated for national
implementation and will summarise the recommendations of the report.
• The Department of Health and Children arranged information meetings with appropriate voluntary
agency and health board (e.g. general managers, programme managers) personnel. During national
implementation, this will be delegated to health board personnel.
• An Information Leaflet has also been developed. Since Phase 1 Implementation, this leaflet has been
altered based on evaluation feedback, reviewed and commented on by the National Adult Literacy
Agency and graphically designed to ease comprehension and reading. This will be made available to
everyone who may be eligible for inclusion on the database. It is consumer friendly and describes the
purpose and content of the database and individual rights. Health boards can disseminate information
leaflets via key-workers and database administrators. Furthermore, voluntary agencies will play a role in
circulating the Information Leaflet to their clients.
• Information Sessions for potential key-workers (i.e. people who are familiar with the client’s
circumstances and who will have the responsibility for administering the data form) in the health boards
and voluntary agencies were conducted in Phase 1 areas to inform people about the status of the physical
and sensory disability database. These will be extended nation-wide for national implementation.
• Three issues (January 2000, July 2000, April 2001) of the National Physical and Sensory Disability
Database Newsletter were developed and circulated to a number of voluntary agencies and health boards
9throughout the country, where it was requested that it would be distributed throughout their agency, local
branches or wherever was deemed appropriate. The purpose of these newsletters is to update people on
the development of proposals for and the progress of the National Physical and Sensory Disability
Database. The publication and dissemination of these newsletters will continue, particularly during the
lead-in phase of national implementation.
• Articles were submitted to all voluntary agencies with publications with a request to publish where
appropriate.
• A Press Release for inclusion in local newspapers and publications was made available to Phase 1 areas as
a means of identifying clients not known to the statutory or voluntary agencies.
There are 2 main audiences to be targeted during the lead-in phase of national implementation; (1) potential
key-workers and (2) clients.
(1) Information sessions are the main vehicle for targeting potential key-workers and to facilitate the
reviewing and screening of client lists. Overheads and notes for information sessions have been made
available to database personnel in each health board region. Based on the experience of Phase 1 Areas the
following is recommended for information sessions in each health board area during national implementation:
• An initial meeting should be held with all the General Managers of the Community Care Areas within the
health board and the CEOs (or their regional representatives) of voluntary agencies within their region.
• An open invitation should be given to all health board departments and voluntary agencies with potential
key-workers to attend one of a calendar of dates for information sessions over a certain time period. A 3-
month lead in phase providing sufficient time for the scheduling of information sessions should be
allowed so that all necessary individuals can attend one session.
• It is recommended that in addition to heads of services, people who would be actually administering the
data forms and reviewing client lists should attend. The audience at information sessions should also be
mixed, as it allows various issues and concerns to be aired and discussed.
• Where possible, a General Manager should open up the information session. This was considered
particularly helpful during Phase 1 Implementation.
• A person with a clinical background (i.e. the Resource Officer) should attend the information sessions to
answer questions about the registration criteria.
• Members of the Regional Database Committee should attend – for example, when talking to health board
staff, a member of the Regional Database Committee who is from the health board should attend and
when talking to voluntary agencies a voluntary agency member from the Regional Database Committee should
attend.
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(2) In addition to raising awareness of the database to clients who are already accessing statutory and
voluntary services, it is important to undertake an awareness campaign that will also target individuals who
may not be known to statutory or voluntary agencies but who are potentially eligible for inclusion onto the
database. In relation to this, the following recommendations have been made based on Phase 1 experiences.
• Information Leaflets and Posters should be placed in appropriate public places (e.g. community care
centres, hospitals, GP surgeries, schools (where appropriate), waiting areas in outpatient clinics and post
offices). They should also be given to voluntary agencies to display and circulate as appropriate.
• Articles should be placed in local health board and voluntary agency publications and web-sites. They
should also be placed in local newspapers and advertisements placed on the radio.
• Information Posters should be made available (e.g. in a GP surgery a poster with minimum information,
highlighting the availability of information leaflets and contact details would be particularly useful). This
would be an additional way of raising awareness, particularly as people can miss radio and newspaper
advertisements.
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3. REGISTRATION CRITERIA
The National Physical and Sensory Disability Database Development Committee established a Registration
Subcommittee to develop the main criteria for the inclusion of people on and the removal of people from the
National Physical and Sensory Disability Database. The experience of Phase 1 Implementation played an
important role in the amendment, refinement and clarification of the criteria. The following criteria for
inclusion and removal have been recommended by the Development Committee.
REGISTRATION CRITERIA
Information will be collected from people with a physical and/or sensory disability receiving or needing a
specialised health or personal social service currently or within the next five years who:
1. have a persistent physical or sensory disability arising from disease, disorder or trauma;
2. in the case of dual disability, where the predominant disability is physical or sensory;
3. are less than 66 years of age;
4. are receiving, or require a specialised health or personal social service which is related to their disability;
AND
5. have consented to being included on the database.
☛ Clients are registered on the regional database in the health board where they are resident for most
nights of the week.
It is important to note that an essential aspect of Phase 1 involved evaluating the usefulness of the registration
criteria and recording and putting in place solutions for dealing with ambiguous issues that arose. Most cases
for registration are clear-cut. However, it is important to develop standardised approaches in classifying and
dealing with complex cases. The following issues arose in relation to the registration criteria in Phase 1 Areas.
The way in which each issue was dealt with is documented according to the particular main registration
criteria that it applies to. The same principles will apply to other similar cases that may arise in establishing
eligibility. As new issues arise, to the greatest extent possible, guidelines will be put in place to deal with them.
1. Have a persistent physical or sensory disability arising from disease, disorder or trauma.
A. In relation to service users of speech and language therapy, cleft lip and palate, dyspraxia, specific language
disorder and a severe diagnosis (e.g. severe disfluency) would satisfy this criterion for registration.
In the field of Speech and Language Therapy, it is acknowledged that a large proportion of the clientele to
whom services are delivered (e.g. children with developmental delay) would not be eligible for inclusion onto
the database, as their ‘disability’ is not persistent. Therefore, to clarify the criteria for this group, it is
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recommended that cleft lip and palate, dyspraxia, specific language disorder and a severe diagnosis (e.g. severe
disfluency) satisfy the criteria for inclusion provided that the other registration criteria are also met (i.e. it is
important to note that inclusion is not solely dependent on diagnosis – refer to D below). A diagnosis that is
categorised as severe would be included on the database as it requires being heavily resourced and
consequently there are implications for funding. However, it is important to remember that in addition to
being severe it must also meet the other registration criteria (e.g. persistence).
B. In determining what is a persistent disability, it is important to take into consideration interference with daily
function, whether the person requires specialised health and personal social services, whether follow-up services
are required and over what time period. A minimum time frame for deciding whether a disability is persistent is
not imposed. During the initial stages of screening, it is recommended that people should err on the side of
inclusion, as there are subsequent opportunities for more detailed screening. However, it is important that not
everyone is included simply because it is felt that they may be eligible (for example, a person with whiplash who
will only require services over a 2 month period would not be eligible for inclusion).
C. Regardless of the level of visual or hearing impairment, people are included if they are accessing or requiring
the specialised health and personal social services as listed on the data form.
D. A diagnosis on its own is not sufficient for inclusion on or removal from the database. Suitability for
inclusion onto the database is determined by the five registration criteria (i.e. persistent disability,
predominant physical or sensory disability where there is a dual disability, accessing or requiring specialised
health and personal social service related to their disability, being less than 66 years of age, and giving consent
to having their information included on the database). While there is a debate about whether certain diagnoses
(e.g. epilepsy, asthma) imply a disability, it is important that anyone accessing specialised health and personal
social services who meets the registration criteria is accounted for, so that services can be accurately planned.
At the very least, individuals should be given the option to have their information included onto the database.
If individuals decide that they do not have a disability and do not want to be associated with a Physical and
Sensory Disability Database, it is their right to refuse to give any information. However, the advantages of the
database should be clearly outlined and the opportunity to ask questions or have their concerns addressed
should be given before this decision is reached.  In the initial stages of database development, it is
recommended that the appropriate agencies review their clientele keeping the registration criteria in mind and
that contact is made only with those individuals considered eligible for inclusion onto the database.
It is important to note that there is also the issue of self-selection with regard to ambiguous cases. People may
not consider themselves to have a disability and therefore will choose not to go onto the database.
E. With regard to children who are less than one year of age who will require services within the next year but
where there has not been a diagnosis and whether there is a disability or whether it is persistent is as yet
unknown, it is recommended that these clients should not be included onto the database but that a record is
kept and that they are reviewed at a later stage.
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2. In the case of dual disability, where the predominant disability is physical or sensory
A. After discussions among the Registration Subcommittee and the National Physical and Sensory Disability
Database Development Committee and having met with the National Intellectual Disability Database
Committee, it was agreed that the issue of dual disability has no obvious and immediate solution, is a much
broader issue than the National Physical and Sensory Disability Database and should not be dealt with in
haste. Rather, the issues should be acknowledged and dealt with as they arise, and procedures put in place for
the interim period.
It is felt that moderate, severe or profound intellectual disability is predominant over any physical or sensory
disability that a person might have. Thus, these people are more appropriately registered on the National
Intellectual Disability Database and consequently should not be duplicated on the National Physical and
Sensory Disability Database. It is also important to note that Intellectual Disability Services are obliged to
provide services for people with a moderate, severe, or profound intellectual disability.
If the person has a mild physical or sensory disability and a mild intellectual disability and their information is
already included on the National Intellectual Disability Database, they should not be taken off the National
Intellectual Disability Database and their information should also be recorded on the National Physical and
Sensory Disability Database. There is a fear among individuals in this category around their details being
removed from one database. They feel that their needs are being met on both databases. That is, the
Intellectual Disability Database meets their intellectual disability needs and similarly the National Physical and
Sensory Disability Database will document their service requirements for their physical or sensory disability.
Therefore, during the initial stages of database implementation, if the person has a physical disability and a
mild intellectual disability it is recommended that their information be recorded on both databases. However,
it is extremely important that the fact that they are on the National Intellectual Disability Database is recorded
in the Administration Details Section of the NPSDD Data Form. Ultimately, there should be one appropriate
database for these individuals. These cases will be reviewed at a later stage.
There are implications for effective planning if the person is on both the Physical and Sensory Disability
Database and the Intellectual Disability Database. Furthermore, there are also issues regarding the pragmatics
of having some-one complete two forms, having to obtain two sets of informed consent and issues around
data protection. It is recommended that the decision regarding the appropriate database on which the person
should be registered should be a clinical decision taken at a full multidisciplinary team meeting. In such
circumstances, making the decision as to which database the person should be on would be greatly facilitated
by taking into consideration their current and likely future needs. Furthermore, it is also important to get
feedback from people as to their individual preferences. Overall, it is important that clear procedures are put
in place before cases of dual disability are reviewed.
B. The issue has arisen with children who are accessing a speech and language therapy service and who are
not diagnosed with autism but where it is probable that this is the diagnosis. As eligibility for inclusion is not
driven by diagnosis and provided that a predominant intellectual disability is not present, the person would be
eligible for inclusion provided that the other registration criteria were met. When there is no clear diagnosis, it
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cannot be assumed that they are unsuitable. However, as autism is funded in the main from the intellectual
disability sector, if the person is diagnosed with autism, has an intellectual disability, and receives or requires
intellectual disability services, but does not have a physical or sensory disability, they are more appropriately
included on the National Intellectual Disability Database.  This issue has been raised with the Department of
Health and Children and will be constantly monitored.
3. Are less than 66 years of age
Information is collected and recorded up until the individual’s 66th birthday. So, if the person is 65 when
information is being collected, their information is collected and recorded on the database.
However, if they are 65, the information recorded will refer to planning for the next year.
If they are 64, the information recorded will refer to planning for the next 2 years.
If they are 63, the information recorded will refer to planning for the next 3 years.
If they are 62, the information recorded will refer to planning for the next 4 years.
If they are 61, the information recorded will refer to planning for the next 5 years.
Information is only being collected up until the age of 66, as this is the age group funded by Physical and
Sensory Disability Services. There would automatically be a percentage of people over the age of 65 who
would have a physical or sensory disability arising from their age as opposed to a disease, disorder or trauma.
This group is more appropriately funded by Services for Older People. By including this group on the
database and including them in requests for funding, this would result in the funding allocated for physical
and sensory disability (in persons under 66 years) being unnecessarily reduced.
When the person reaches the age of 66, it has been proposed that this information could be made available to
the Services for Older People Section in the Department of Health and Children and/or the health boards. It is
also at the discretion of the health boards to collect information on the over 65s and for this information not to
be exported to the national database. However, as this will greatly increase the time required for data collection,
it is strongly recommended that this will not occur during the initial data collection of national implementation.
It is noteworthy that this delineation of services groups according to a crude age cut-off is an issue that was
repeatedly discussed by the Development Committee. However, it was recognised that this committee was
working within certain boundaries and under certain terms of reference. Therefore, when anomalies were
identified, it was necessary to continue to work within the current structure but to acknowledge the
discrepancy, highlight the issue to the appropriate bodies, put procedures in place for the interim period and
to earmark it as an area for on-going review. The Physical and Sensory Disability Services Section of the
Department of Health and Children have consulted with their colleagues in the Services for Older People
Section within the Department on this issue. There is a recognition that services for people with a physical
and sensory disability do not stop when the person reaches the age of 66 and therefore, there is a need for
liaison concerning service delivery. Furthermore, this issue has been highlighted as an area requiring constant
review and further consideration.
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4. Are receiving, or require a specialised health or personal social service which is related to their
disability.
A. Where people are in contact with specialised health and personal social services (e.g. Occupational
Therapy, Physiotherapy, Speech and Language Therapy, Customised Seating, Assistive technology, Public
Health Nursing) for the purpose of obtaining a technical aid and appliance, the following two screening
criteria are applied.
- If it is envisaged that this person requires further follow up regarding their technical aid and appliance
over the next five years, the person should be registered on the National Physical and Sensory Disability
Database.
- If this is a once off contact relating only to their technical aid and appliance, then the person does not
meet the criteria for inclusion onto the database.
B. It is important to note that not all day services included on the data form are pre-requisites for inclusion onto
the database (e.g. mainstream schools, open employment and third level education). That is, if the only item
selected as currently being received or required was a mainstream school the person would not be eligible for
inclusion. These have been included as clients may wish to move into these domains.
C. If the person is not currently receiving a specialised health and personal social service but future service
requirements are definitely known and the year, in which they are required, is known, then this person is
eligible for inclusion. Furthermore, with regard to day services and residential services only, if the contingency
question can be completed, that is, the key-worker is confident that within the next five years a day service or
residential service is required (again as per the data form) but the exact year is unknown, the person is eligible
for inclusion.
It is important to note that database information will be updated regularly. Therefore, if an individual is not
eligible for inclusion this year, their circumstances will be reviewed and if appropriate included at a later date
(provided their informed consent has been received). Furthermore, future requirements can be updated, as
they become clearer and more definite.
REMOVAL CRITERIA
People with a physical or sensory disability will be removed from the database if they:
1. have withdrawn their consent to being recorded on the database;
2. are deceased;
3. no longer need a specialised health or personal social service;
4. no longer wish to have a specialised health or personal social service;
5. have emigrated, OR
6. in the case of a dual disability, where the predominant disability changes to intellectual.
*Clients who reach the age of 66 will no longer be included in the national data set.
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4. DATA CONTENT
During the preparation of the detailed proposals the Subcommittee for Health Service Requirements listed the
specialised health and personal social services used or likely to be used by adults and children with physical or
sensory disabilities. The Field Definition Subcommittee subsequently took the list of services into consideration
and identified both the data content required for the National Physical and Sensory Disability Database Form
and the standardised and generic disability measures for children and adults. The data form was then configured.
A National Physical and Sensory Disability Database Form was developed to provide a picture of the
specialised health and personal social service needs of people with a physical or sensory disability over a five-
year period. The data form identifies 5 different types of information to be collected: Client Details,
Specialised Health and Personal Social Service Usage and Requirements, Technical Aids and Appliances,
Details of Disability, and Administration Details.
It is important to note that all aspects of the form have been deliberated upon, reviewed and approved by
various committees representing health boards, voluntary agencies, the Health Research Board, and the
Department of Health and Children. Furthermore, all comments from Phase 1 Evaluation Feedback and
debriefing sessions were reviewed and suggestions incorporated into the final format. For the purpose of
Phase 1, there was the opportunity to have ‘other – please specify’ options. Thus, for each section, people
could include a service that they used but which had not been included on the data form for Phase 1
Implementation. This ensured that when the data form was implemented nationally, it would have a
comprehensive list of all the potential services and possible response categories and would negate the need
for ‘other’ categories, which would generate essentially meaningless information for reporting purposes.
Administration Details
There are two Administration Details Sections, which contain information that will facilitate the updating and
administration of the data form. The first Administration Section is located at the beginning of the form and
identifies the agency returning the form, the name of the person returning the data form, whether he/she is
the client’s key-worker, and the name of the client’s key-worker if they are not administering the data form.
This is important information in terms of facilitating the update of the form. This section also requests
information regarding the Health Board and Community Care Area where the person lives. This information
ensures that people are included on the appropriate regional database and that services can be appropriately
planned for in terms of specific planning areas within the health board. There is also the opportunity to
indicate what is the client’s present service location and what would be their most convenient service location
based on each health board’s planning criteria. The health board responsible for funding the client’s services is
also recorded. This is an office use only question, which will indicate if there are discrepancies between the
health board region, which is responsible for the client, and the health board actually funding the client’s
services. Finally, this section also asks whether the client is on the National Intellectual Disability Database. As
discussed in the Registration Criteria section of this report, if a client is on both databases this must be
highlighted so that it can be reviewed.
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The second Administration Details Section is at the end of the form. It records such information as the date
on which the data form was completed and consent was acquired, and if appropriate, the date on which an
individual was removed from the database and the reason why.
Client Details
This section seeks information on the client’s name, address, telephone number and next of kin details. This
specific information however, is only available at health board level and is not made available to the Department
of Health and Children or the Health Research Board. Date of Birth is sought, as specific services need to be
planned for based on different age groups (e.g. moving from child services to adult services). Furthermore, this
is important information in terms of identifying duplicates on the database. Information on type of living
accommodation and arrangements, and primary carer information is also requested. This information is
important from the perspective of planning appropriate services. That is, knowing how many people do not
have a primary carer, are living alone and/or in accommodation which has not been adapted, and have a high
level of need would allow for improved planning of contingency services.
Overall, it is useful for planners to be able to predict societal changes, which might take place in order to
anticipate the demands, which they might bring. For example, a greater incidence of disability in early adulthood
would result in a greater demand for appropriate services for this age group, which would need to be
appropriately planned.
Specialised Health and Personal Social Service Usage and Requirements
Information in this section is being sought to meet the fundamental objective of the database, that is to
provide a picture of the specialised health and personal social services currently used and required within a five
year period by people with a physical or sensory disability. Furthermore, when information about the
availability of current services in meeting needs, i.e. service usage, is combined with a measure of what is
required, it is possible to identify what policy response is required into the future.
Current Service Provision - The type of Therapeutic Intervention and Rehabilitation, Personal Assistance
and Support, Respite, Day and Residential Services that the person is currently in receipt of and the agencies
providing these services is documented in this section. Appendix 6 lists the services on the data form under
each of these headings.
Each health board has generated a list of agencies that provide specialised health and personal social services
within their region. These lists of agency codes, which are included in the Database Administrator’s
Information Manual, are not exhaustive. That is, if the client identifies an agency providing them with a
specific specialised health and personal social service that is not included on the Agency Codes List, a new
code can be allocated. The allocation of new agency codes will be undertaken at a central location (i.e. Health
Research Board).
Future Service Requirements - The type of Therapeutic Intervention and Rehabilitation, Personal
Assistance and Support, Respite, Day and Residential Services that the person requires in the next five years
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and the year in which the service is required will be documented with this data. Contingency requirements will
also be recorded, if appropriate, for day services and residential services. This provides the opportunity to
record where there is likely to be a service requirement but the year is unknown. Appendix 6 lists the services
on the data form under each of these headings.
Technical Aids and Appliances
The Physical and Sensory Disability Database Form allows the client to indicate up to 7 technical aids and
appliances that are currently used and 7 technical aids and appliances that are required. With regard to
technical aids and appliances that are required, it is also recorded whether the need for this technical aid and
appliance has been assessed for and if not, when is an assessment required is noted. For each technical aid and
appliance identified, a code is allocated from the Technical Aids and Appliances Coding List that has been
developed. This list is flexible and new codes can be allocated as new technical aids and appliances are
identified or developed. The ongoing management of the technical aid and appliance list and the allocation of
new technical aid and appliance codes will be undertaken centrally by the Health Research Board. The list of
items for the technical aids and appliances coding list was amended several times and reviewed by the
Development Committee, the Field Definitions Subcommittee, the National Association for Deaf People, the
National Council for the Blind in Ireland, an occupational therapist, physiotherapist and a speech and language
therapist. Contact was also made with the National Disability Resource Centre, which provides an information
service on what aids and appliances are currently available. Reference was also made to such documents as the
International Organisation for Standardisation - Technical Aids for Disabled Persons Classification (ISO 9999)
and the OPCS Survey on Disability in the U.K.
The categories of aids and appliances include: aids to mobility, orthotics and prosthetics, vision aids, aids to
hearing, communication aids, incontinence aids, special furniture and other aids to personal care (e.g. hoists,
lifts, aids to lying, toiletting, bathing, dressing etc.), and respiratory aids. The Technical Aid and Appliance
Coding List is included in the Database Administrator’s Information Manual. It should be noted that the
technical aids and appliances listed in this document do not necessarily imply entitlement. Certain aids and
appliances (e.g. glasses, hearing aids, and orthotics) have certain pathways of administration and are not
necessarily funded through disability services.
Details of Disability
This section includes information on the type of disability that the person has. A Diagnostic Category Coding
list has been developed and is included in the Database Administrator’s Information Manual.
The grouping of the Diagnostic Category Codes approximates the International Classification of Diseases
(ICD) chapter headings. This ensures that the underlying structure of the ICD classification system is
maintained but that the allocation of specific ICD codes is avoided. Grouping the diagnostic codes according
to the ICD headings means that in addition to having meaningful groups of diagnostic categories, it will be
possible to report on specific types of diagnostic categories (e.g. multiple sclerosis) and broader groupings (e.g.
diagnostic categories of multiple sclerosis may be grouped with other ‘Nervous System’ diagnostic categories
to provide information on the number of people who are accessing or require specialised health and personal
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social services with Nervous System diagnostic categories giving rise to their physical disability). In order for
the information to be meaningful, it was considered necessary to keep the diagnostic categories as broad as
possible. If each diagnostic category is detailed, the resulting list will not provide meaningful information and
it significantly complicates the reporting process.
It is important to note that this information will not serve an epidemiological function. It will not represent
the number of people in the country with a specific diagnosis. However, it will represent the number of people
with a particular diagnosis that are accessing or requiring specialised health and personal social services.  This
information would be useful for the voluntary agencies providing services to people with a particular
diagnostic category. Finally, diagnosis gives more information for planning purposes (e.g. if it is a degenerative
disorder should contingency services be planned for?).
This section also asks what type of disability the person has (i.e. physical, hearing or seeing). Finally, this
section asks whether the person has a medical card and/or a long term illness card.
A remit of the Field Definitions Subcommittee was to identify generic and standardised measures of ability
and functioning for children and adults. A significant number of assessment tools and questionnaires were
reviewed and specified criteria were taken into consideration in selecting the most appropriate assessment
instrument. These included:
 An accurate and standardised indication of the level of ability and functioning;
 Reliability and validity of tool to ensure standardised information would emerge;
 Length of the questionnaire / time required for administration;
 Acceptability from the respondent’s perspective (to be neither offensive nor unnecessarily
intrusive);
 Time and personnel needed to administer the tests;
 Relevance and usefulness of the data to be collected;
 Age appropriate measures;
 Comparability and compatibility with international classification systems (i.e. ICIDH-2).
With regard to an indicator of an adult's level of ability and functioning, the World Health Organisation
Disability Assessment Schedule II (WHODAS II) was identified as the most appropriate measure. The
WHODAS II is a standardised measure of functioning and ability that is conceptually based upon the ICIDH-
2. Domains of functioning assessed by the WHODAS II include understanding and communicating, getting
around, self-care, getting along with others, life activities, and participation in society. Having received
permission from the World Health Organisation, this was administered as part of Phase 1 Implementation.
However, the WHODAS II is under development and although near completion, scoring algorithms have not
yet been finalised by the WHO. As a result of this, the Development Committee were unable to evaluate the
usefulness of the WHODAS II and to compare the sensitivity of the different versions before national
implementation. Therefore, a decision was made that at this point in time it would be inappropriate to include
the WHODAS II as part of the national data form.
20
With regard to a measure of chidren’s ability and functioning, the WeeFIM, a functional independence
measure for children, was identified. However, at an early stage of the process, it became apparent that the
level of training required to administer this questionnaire would be impossible to attain during national
implementation. As the committee was unable to locate another viable and standardised measure that met the
criteria described above for Phase 1 Implementation, none were implemented. Measures of ability and
functioning in children were found to be too long, age specific, disability specific or were solely concerned
with functional assessment.
Although no measure of ability and functioning is being implemented in the initial stages of national
implementation for adults or children, information on ability and functioning is important and it is
recommended by the Development Committee that work will continue on acquiring a suitable measure for
children and evaluating the usefulness of the WHODAS II for adults.
☛ The objective is to obtain the information on the data form for every individual who meets the
registration criteria. The data held in any individual record will represent the information
available for that person at a specified point in time only. The record will be updated whenever
there are changes in a person’s circumstances or during the review process.
PROCEDURES FOR STANDARDISED DATA COLLECTION
The next step is to ensure that there are specified procedures in place so that the collection of data will be
standardised and that the resulting data will be usable. These procedures include the following.
Training: Training Sessions for national implementation will mirror those implemented during Phase 1. A
Training Session introducing the lead in phase of the National Physical and Sensory Disability Database has
already taken place with health board database personnel. In addition, a ‘Training the Trainers in Data
Collection’ Session has been developed and will be delivered to Database Administrators and Resource
Officers who in turn will administer training sessions in data collection to their local key-workers. All training
materials will be supplied so that all key-workers irrespective of their health board region will be trained using
the same methods and the same information. This will ensure that standardised information is collected.
Finally, there will be training in the use of database software to ensure that information is accurately recorded
from the Physical and Sensory Disability Database Form into the Database.
Guidelines: Guidelines for the Physical and Sensory Disability Database Form, which provide detailed
instructions on how to complete the form, have been devised. They describe each item according to the order
in which it appears on the Data Form, what is meant by it and the possible response categories. These
guidelines are included in the Information Manual.
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Definitions of specialised health and personal social services: Each specialised health and personal social
service included on the national data form is defined. Initially, the Subcommittee for Health Service
Requirements developed a document, which defined each of the specialised health and personal social
services that were outlined on the Data Form. Subsequently, input into this document was provided by a
number of agencies (e.g. Central Remedial Clinic, Irish Wheelchair Association), documents (e.g. Towards an
Independent Future, the National Advisory Committee on Training and Employment Report and the health
boards directory of services) and appropriate professionals. Furthermore, the appropriateness of the
definitions was evaluated as part of Phase 1. This document listing the definitions of the specialised health
and personal social services will facilitate the collection of accurate and standardised data, as it should
counteract the possibility of the same specialised health and personal social services with different names
being interpreted differently.
It is important that each health board gives examples of locations of each type of service on the form. This is
important information that should be made available at training sessions, as it will help to clarify what each of
the specialised health and personal social services are. Furthermore, it will put the form in context within the
health board region. Key-workers need to be extremely familiar with the definition of each specialised health
and personal service on the form so that the data form will provide an accurate reflection of the person’s
current service usage and requirements. In addition, key-workers (i.e. individuals who are familiar with the
client’s circumstances and responsible for administering the data form) need to attend a standardised training
session and to fully familiarise themselves with, and understand, the Guidelines.
Protocols for the National Physical and Sensory Disability Database: National Physical and Sensory
Disability Database Protocols for all aspects of data collection and successful implementation have been
developed. These will ensure that data is collected in a standardised manner to ensure cross regional
comparability. These protocols were refined as Phase 1 progressed and as issues emerged in practice and were
subsequently resolved. Furthermore, these protocols were informed by evaluative feedback.
The development of Guidelines, Definitions of Services and Protocols, and the provision of training will
ensure the collection of data in a standardised manner to ensure cross-regional comparability. Phase 1
Implementation was the most important step in ensuring that accurate and standardised information is
capable of being collected nationally.
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5. IDENTIFICATION OF CLIENTS
The following steps to identify clients who are eligible for inclusion onto the database and whose information
should be recorded are recommended by the Development Committee.
Step 1:
It is recommended that each health board develop a Register using the Microsoft ACCESS software package.
This will be used to record the following information on eligible clients.
 Name, Address, Telephone Number: This is important contact information for future
correspondence about the database.
 Date of Birth and Details of Disability: This information is important in ensuring suitability.
 An indication of whether the disability is physical, visual or hearing. This will indicate to what extent
various formats of correspondence and Information Leaflets are required (e.g. braille, audiotape, large
print etc.).
 The name of the individual who has identified the client: This should be the individual who provides
the service to the client and therefore, is important information to be used in deciding on the client’s
key-worker.
 The name of the agency / service /department which identified the individual
 An indication of whether this source of data was from a voluntary agency, health board, allowance
record or whether the person was self-selected. This is important information for administration
purposes when contacting clients, as there are specific contact letters depending on what organisation
identified the client.
 Information to be included at a later stage includes the client’s Personal Identification Number
(PIN), key-worker and person to administer the data form. In the majority of cases, ‘Key-worker’ and
‘Person to administer the Data Form’ will identify the same person.
During Phase 1 the use of Microsoft ACCESS was considered ideal for maintaining the Master list,
identifying and grouping duplicates and for administrative tasks such as mail merging. Therefore, it is
recommended that Microsoft ACCESS be used for the development of the Master List and consequently,
training in ACCESS, if required, should be made available to all database personnel.
Step 2:
Database personnel will contact health board personnel for the purposes of identifying clients potentially
eligible for inclusion on the database. Sufficient time should be given during the lead-in phase to hold
sufficient information sessions to meet with all the necessary health professionals in the health board. The
health board departments and personnel contacted in Phase 1 Areas are listed in Chapter 3. However, the list
should not be considered comprehensive and should be reviewed with each particular health board’s structure
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in mind. It is also important to contact all the respite, residential and day services located in the region. A
useful guide is to look at the services listed on the data form and to contact any of these specialised health and
personal social services provided by a health board. The Area Co-ordinator for Disability Services (i.e. the
person responsible for co-ordinating disability services within a catchment area) was identified as an excellent
resource and starting point for knowing who and where to contact. Health board personnel will be requested
to review their client lists and to screen for eligibility. Subsequently, they will be asked to forward the
following information (Name, Address, Telephone Number, Date of Birth, Details of Disability, Type of Disability
(Physical, Visual, Hearing), who the person was ‘Identified by’ and their affiliated agency) to the Resource Officer for
inclusion onto the Register. Database personnel will complete the remaining fields in the Register. Their
attendance at information sessions is important in terms of facilitating the identification of suitable clients for
inclusion onto the Master List.
The Resource Officer will then send each key-worker a sheet on which they can record all the information
required for the Master List for each of their potentially eligible clients. Firstly, however, it is recommended
that the Resource Officer contact the Area Co-ordinator for Disability Services. He/she may already have lists
of clients from departments. If this is the case, these lists can be made available to the health board
department as a starting point to be added to or reduced as appropriate. It is recommended that a contact
individual be identified in each health board department. This contact person is sent the lists (if appropriate),
the Registration Criteria, the Review of Registration Criteria document, the Diagnostic Category Coding List
(as an example of different types of disabilities but keeping in mind all the registration criteria), and a table to
record all the information necessary for the Master List. The importance of recording telephone numbers
should be emphasised. A stamped addressed envelope can also be made available to facilitate the return of
these lists to the database personnel.
It is important to allow adequate time to review client lists as a result of inadequate information systems,
having to trawl through records manually, inaccurate or incomplete records, vacant posts and staff turn-over.
Database personnel will facilitate this task to the greatest extent possible. It is recognised that reviewing and
screening client lists is a time consuming task. However, it is important to remember that once this task has
been completed, the update of lists will be a much less arduous task. All health boards have been asked to
commence this task at the earliest opportunity to minimise the time constraint.
☛ It is also recommended that Community Care Managers/General Managers prioritise the
establishment of the database in their area, emphasise its importance and secure their staff’s co-
operation in identifying clients when contacted by the Resource Officer. It is extremely
important to have an active Regional Database Committee to drive the database within the
region, to raise awareness and to encourage co-operation among health board departments and
personnel. It is also important to have a resource officer who has worked in community care for
some time and has a good relationship with the heads of department in order to encourage as
much co-operation as possible.
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Step 3
Local disability registers and allowance lists should be reviewed and screened by database personnel for
eligibility criteria. The information (as outlined in Step 2) gleaned from these records will be included in the
Register. The allowance records reviewed in Phase 1 Areas are listed in Chapter 3. However, the list should
not be considered to be comprehensive and should be reviewed with each particular health board’s structure
in mind. The Area Co-ordinator for Disability Services and the Community Welfare Officer are useful
contacts for knowing where allowance records are kept. Therefore, it is recommended that these people be
contacted initially regarding sources of allowance records.
The experience from Phase 1 Areas reinforces the view that allowance records should not be the first avenue
explored but that the identification of names validates it as a necessary secondary avenue of exploration.
Allowance records should be reviewed according to their usefulness and it has been found that it is not
beneficial to review all lists. The Long Term Illness Card emerged as the most useful allowance record to
review. Contacting the General Medical Services and requesting the computerised version of these records for
people aged between 0 and 66 years could facilitate this process. Subsequently, this list should be compared
with the Community Care Index and Medical Cards to screen out people who may be deceased. The lists of
people availing of a Motorised Transport Grant or Blind Welfare Allowance are also useful to review.
Medical Cards do not lend themselves to being easily screened. Furthermore, access to some allowance
records was refused (e.g. the invalidity pension, disability allowance, Blind Pension and disablement benefit
from the Department of Social, Community and Family Affairs).
Similar to health board personnel reviewing client lists, it is important to allow adequate time to review
allowance records.
GENERAL RECOMMENDATIONS
☛ In light of the inadequate information systems and the resulting incomplete
records in health board departments and on allowance lists, it is of the utmost
importance that standardised information is recorded on clients accessing health
board services.
☛ There is difficulty in getting complete information from allowance lists. Some
records contain no details on the client’s age, disability or diagnosis and are out
of date as regards deceased clients. Again local information systems should be
developed and kept up-to-date.
Step 4:
A. Voluntary agencies will be requested to review their client lists and to screen for eligibility. Subsequently,
a list of potentially eligible clients will emerge. This will contain the following information: name, address,
telephone number, Date of Birth, Details of Disability, an indicator of whether the disability is Physical,
Hearing or Visual, the name of the person who identified the client and his/her affiliation. The purpose
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of this information is to contact the individual at a later date to inform him/her in greater detail about the
database and to facilitate the establishment of eligibility.
The voluntary agencies contacted in Phase 1 Areas are listed in Chapter 3. However, the list should not
be considered to be comprehensive and should be reviewed with each particular health board’s region in
mind. Similar to Phase 1 Areas, there will be a number of local agencies, which may be specific to a health
board region that should be contacted. The following sources for identifying non-statutory agencies
providing specialised health and personal social services in the region are recommended.
 Area Co-ordinator for Disability Services
 Service Plans
 Section 65 Grants
 Lottery Grants – once off annual funding made available to agencies who make successful
applications. Irrespective of whether an agency is successful or not, the list of applicants would be a
useful resource. Important to note that applications are not restricted to agencies providing services
to people with a physical or sensory disability and should be screened accordingly.
 Disability Federation Ireland - DFI Regional Platform Meetings have been recommended as a useful
forum for accessing smaller voluntary agencies and gaining support. These are generally organised at
regional level.
 Not for Profit Business Association
 Health Board Directory of Services
 Directory of National Voluntary Organisations (published by Comhairle – formerly National Social
Services Board)
 Painting our Picture – A guide to the Disability Federation of Ireland affiliated organisations for
people with physical or sensory disabilities or with mental health problems (published by DFI)
It is important to contact support groups, as a means of identifying clients potentially eligible for
inclusion but who are not in contact with health board or voluntary agency services. It is also important
that all voluntary agencies are contacted. For example, an agency may not have an office in a particular
region but some of their clients may reside there. Voluntary agencies should be encouraged to make
themselves known to the database personnel.
The recommendations in relation to health board personnel should also be applied to voluntary agencies.
For example, sufficient time should be given during the lead-in phase to hold sufficient information
sessions to meet with all the necessary voluntary agencies. In addition, the Regional Database Committee
should have an active role in raising awareness and encouraging participation among the voluntary
agencies. The Resource Officer should identify a contact person in each voluntary agency. Subsequently,
this person should be sent the Registration Criteria, the Review of Registration Criteria document, the
Diagnostic Category Coding List (as an example of different types of disabilities but keeping in mind all
the registration criteria), and a table to record all the information necessary for the Master List. The
26
importance of recording telephone numbers should be emphasised. A stamped addressed envelope can
also be made available to facilitate the return of these lists to the database personnel.
B. Before releasing the names of clients who appear to meet the registration criteria to the health board,
voluntary agencies should contact these individuals using a standardised letter on agency headed paper
that requests permission to forward their name to the health board for inclusion onto the Register. This
correspondence, which is included in the Information Manual, informs the client about who is collecting
the information, the type of information collected (Name and contact details), what the information
would be used for (to develop a master list purely for the purpose of contacting people at a later date in
person to inform them about the database) and who the information would be disclosed to (the health
board). It will also include an information leaflet. This letter is only seeking permission for the person’s name to be
put on a master list so that they can be contacted at a later date. It is not seeking consent to put the person on the database.
This letter will include a slip that can be returned in a pre-paid envelope enabling the individual to state
that they do not want to be part of this exercise, in which case the individual’s details will not be provided
to the health board. Furthermore, people may ring the voluntary agency and/or the Database
Administrator. Sufficient time must be given for the client to refuse to have their name included on a
Master List. It is important to note that this is the first correspondence and there are also several
subsequent opportunities for the client to pull out of the exercise.
After the time frame elapses within which clients can return the enclosed slip to indicate that they would
not like their name to be forwarded to the health board, the voluntary agency can assume that the
individual is happy to be contacted at a later date regarding the database and therefore can provide the
individual’s details, as described in Step 4a, to the health board. It is extremely important to ensure that all
the names of individuals who returned slips indicating that they do not want their name forwarded to the
health board or who contacted their voluntary agency regarding same are removed from the list that is
sent to the database personnel in the health board.
☛ It is important to note that the names included on the Master List cannot and will not be used by
the health board or any other agency for any purpose other than that stated (i.e. for contacting
people at a later date to discuss the database further).
☛ It is also important to note that this correspondence is only concerned with the development of
the Master List and does not provide consent for information to be recorded on the database.
There are strict protocols in place in relation to obtaining informed consent and a data form
cannot be administered until the client or his/her legal guardian has signed the informed consent
document.
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These recommendations are as advised by the Office of the Data Protection Commissioner and are based
on the need to meet two very important criteria. First and most importantly that the rights of every
individual are maintained and adhered to and secondly, that the procedures implemented ensure that as
many clients as possible are given the opportunity to have their information included on the database. As
indicated, all identification procedures have been reviewed by the Office of the Data Protection
Commissioner and they are not deemed as disclosure of information because clear, identifiable and
multiple methods of indicating that they do not want their information put forward are included. The
letter has also been reviewed by the National Adult Literacy Agency and the National Physical and
Sensory Disability Database Development Committee, which comprise voluntary agency and health
board representatives. However, if it transpires that a voluntary agency is still hesitant to proceed as
recommended, their co-operation, as deemed appropriate within the context of their voluntary
organisation should be encouraged. Therefore, if it is felt that positive consent is required, it is the
decision of the voluntary organisation to undertake this task. However, by relying on positive consent,
research has consistently shown that even with a rigorous reminder campaign only a 70% response rate
can be expected. Indeed under average conditions, a response rate of 30% is usual and failure to reply
does not always imply a refusal. Therefore, it is strongly recommended that the agency undertakes a series
of reminder letters and that every effort is made to follow up individuals who do not reply as their failure
to reply may not indicate a refusal. The success of the database is dependent on an accurate picture of
need and this can only be achieved if the database has a complete dataset and includes information from
everyone who is eligible for inclusion.
C. A manual register of people who do not want to be contacted will be developed and retained.
Voluntary agencies will maintain their own list of people who were unwilling to have their name on a
master list and the reasons offered. Agencies need to have very clear procedures in place for recording
people who opt out of the exercise during the development of the Register and to ensure that this
information is not passed on to the Health Board.
It is extremely important to have someone in the voluntary agency and the health board who is very
familiar with the database and can alleviate fears, answer questions when people enquire about the
database and encourage participation.
GENERAL RECOMMENDATION
☛ Future consideration should be given to voluntary agencies including information
on the National Physical and Sensory Disability Database on their membership
forms, thereby facilitating the development of the Master List and the
identification of clients. This could include an opt-out option if they did not want
to be contacted about this in the future. This would negate the need for the first
stage of correspondence where a client is contacted by their voluntary agency to
inform them of the Master List being developed by the Health Board.
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Step 5:
A media and raising awareness campaign as described previously should be undertaken in each health board
area, with a request for people unknown to statutory and non-statutory agencies but who may be eligible for
inclusion onto the database to identify themselves to the health boards. Information will be included on the
register from people who are eligible for inclusion.
Step 6:
Client information from Steps 2-5 will be included in the Register.
☛ It is extremely important to note that the Master List of clients eligible for inclusion onto the
database is being developed by the health board so that people can be contacted at a later date to
be informed about the database in person, to provide the opportunity to ask questions and
subsequently to obtain written consent before administering the Physical and Sensory Disability
Database Form. Names included on the Master List cannot and will not be used by the health
board or any other agency for any purpose other than that stated (i.e. for contacting people at a
later date to discuss the database further).
☛ A meeting was held with the Data Protection Commissioner, Mr. Joe Meade and the Deputy
Data Protection Commissioner, Mr. Tom Lynch in January 2001 to ensure that all the proposals
for identifying clients were compliant to the greatest extent possible with the Data Protection Act
(1988). The resulting document can be made available to health board staff and all the voluntary
agencies contacted in each area.
☛ It is extremely important that the health board and voluntary agency personnel involved in the
identification of clients are informed of the procedures involved in complying with the Data
Protection Act (1988) and that these guidelines are adhered to.
Step 7
The register will be reviewed and duplicates removed. A Master List, that is, a list of clients who will be
contacted further about the database, will emerge.
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6. IDENTIFICATION OF KEY-WORKERS
The recording of the ‘Identified by’ information on the Master List facilitates the identification of key-
workers. It is important to note that there is a difference between the ‘identified by’ column and ‘key-worker’
column in the Master List. For example, where a client has been identified from more than one source the
client may be ‘identified’ by 3 different people in 3 different agencies/departments who would potentially be
their key-worker. It is important that the information on the source of their name (i.e. information in the
‘identified by’ and ‘agency/department’ columns of the Master List) is not deleted during the removal of
duplications. Once all the ‘identified by’ information is known, a decision can be made about the appropriate
key-worker.
 Where there is only one name in the client’s ‘identified by’ column, the allocation of key-worker to client
is a straightforward task.
 Where there is more than one name in the ‘identified by’ column, the following principles in allocating
key-workers to clients are recommended:
− Extent of key-worker’s knowledge of the client.
− Convenience for data collection.
− Degree of interaction with service user.
− Appropriate distribution of data-forms subject to all other factors being equal.
− Service User’s expressed preference for a named individual.
− Speech and Language Therapists are encouraged to carry out interviews with clients who have speech
and language difficulties only.
− Public Health Nurses are also encouraged to administer data forms as they are extremely familiar
with their client’s circumstances and the interviewing process, and can encourage their co-operation
and participation in the exercise.
− Sufficient time should be allowed to collate and crosscheck lists from health boards and voluntary
agencies before allocation of key-workers and interviews begin. Voluntary agencies are encouraged to
provide key-workers. Once software is developed for the national database, it will be circulated to
voluntary agencies who are willing to collect and record information on computer pertaining to their
own clients. These agencies will have access to their own data to plan and develop their services
directly.
 Where there is no name in the client’s ‘identified by’ column, the client should be allocated to an
identified key-worker or data collector.
The name of the key-worker allocated to each client will be included in the ‘Key-worker’ column in the
Master List. This allocation of ‘ideal’ key-workers to clients should take place irrespective of whether the key-
worker is considered to be capable of administering the data form. This will be essential information, as there
will have to be consultation between the client’s key-worker and the person responsible for administering the
form, if they are different individuals. This consultation process is essential in determining the
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appropriateness of the database information; in particular, current and future service requirements.
Furthermore, identifying each client’s key-worker is crucial information for facilitating the ongoing update of
database information.
Every effort has to be made to ensure that the key-worker administering the data form is the person who is
most familiar with the client and his/her circumstances. There are difficulties in the allocation of key-workers
to clients mainly due to staff shortages in Health Board Services.
☛ It is recommended that Chief Executive Officers and General Managers need to prioritise the
database and encourage Heads of Department to release staff for interviews. The Regional
Database Committee should play a significant role in highlighting the importance of the database.
It is also acknowledged that there are small voluntary agencies who are completely ‘voluntary’ who provide an
important service of information and support but where there are no key-workers. These are an important
source of identifying clients. It is possible that these clients will have been identified through another source
(e.g. through health board services) and will be allocated this key-worker from the health board, if
appropriate. If not, these clients should be allocated a key-worker through the health board.
Where the allocation of a key-worker is deemed absolutely impossible and only in situations where there is no
possibility of a key-worker known to a client administering the data form, it is recommended that the health
board has a reserve team of trained data collectors who can administer the data form on the key-worker’s
behalf. A data collector is an individual who is not necessarily familiar with the client’s circumstances but who
is employed for the specific purpose of data collection. It is a requirement that these data collectors have a
clinical background, are experienced in the area of disability and are familiar with the specialised health and
personal social services available in the health board region. These are fundamental requirements and cannot
be compromised. The pool of retired public health nurses is a good source of data collectors. The benefits of
the Resource Officer having worked in the Community Care Area can be seen in terms of being able to locate
suitable data collectors to meet the shortfall of key-workers. Networking was the main way of identifying data
collectors (i.e. identifying retired health board staff or contacts through voluntary agencies). Chapter 3 lists the
types of data collectors employed during Phase 1 Implementation.
In situations where the person administering the data form is unknown to the client, the following protocol
must be met:
1. Before meeting with the client, the client’s key-worker and the data collector will meet and discuss
background information on the client and issues that may arise as part of the administration of the
form.
2. Subsequent to the interview, another meeting will take place between the client’s key-worker and
data collector to discuss the outcome of the data form administration.
Data collectors will be informed of the client’s appropriate key-worker so that contact can be made. Key-
workers should be encouraged to comply with requests for meetings.
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Data collectors may not be available for update next year and more importantly, as the data collector does not
know the client, the completed data form may not give a realistic or true picture of the client’s need. This
reinforces the importance of adhering to the key-worker system to the greatest extent possible. That is, those
individuals most familiar with the client’s circumstances should administer the data form. Only as a last resort,
should a data collector be allocated to a client.
Where key-workers are from voluntary agencies, the health board will establish that voluntary agency as an
agent of the health board for the purpose of collecting the database information. This is necessary purely for
the purpose of complying with the Data Protection Act (1988). Where there is a data collector, they will also
be sent a letter to make them an agent of the health board for the purpose of collecting data.
☛ A key-worker is an individual who is most familiar with the client’s circumstances as a result of
providing him/her with a specialised health and personal social service. This individual is the
most appropriate person to administer the data form and to ensure that it provides an accurate
reflection of the client’s current service usage and requirements.
☛ A data collector is an individual who is not necessarily familiar with the client’s circumstances
but who is employed for the specific purpose of data collection. It is a requirement that these
data collectors have a clinical background, are experienced in the area of disability and are
familiar with the specialised health and personal social services available in the health board
region.
7. ALLOCATION OF PERSONAL IDENTIFICATION NUMBERS
Having completed the development of the Master List, the Personal Identification Numbers (PINs) will be
allocated to each client on the list. It is extremely important to ensure that the PIN has not already been
allocated to another individual.
No identifying information (e.g. names, addresses, telephone number or next of kin details) will be sent to the
Department of Health and Children for the National Database. A unique PIN is necessary at national level
for each record because each regional data set will require validation. In order to know where there are
discrepancies that require clarification or correction (e.g. inaccurate code) by the health board, a PIN is
needed so that the health board will know what individual’s form needs to be checked. The only secure and
efficient method of indicating where there are discrepancies that require correction is by the PIN. This is then
given to the health board who can check the manual form. The national database personnel can then be
informed of the correction. This ensures an accurate information data set without compromising identifying
information.
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8. DATA COLLECTION
1. Contacting Clients by Letter
After the Master List has been compiled, all duplicates have been removed and key-workers have been
allocated to the clients to whom they will administer the Physical and Sensory Disability Database form,
everyone on the Master List will be sent a letter from the health board. This letter will introduce the database,
include a copy of the information leaflet, describe how the person was identified, and inform them that they
will be telephoned by a named individual from the health board or a voluntary agency (or where this is not
possible by calling to their home address) to set up a meeting at which the Physical and Sensory Disability
Database form will be completed. Clients who were identified solely through voluntary agencies will be sent
another slip, similar to that included in the first correspondence, to return if they do not want to participate
further. For people under 18 years of age, the letter should be sent to parents or legal guardians.
There are 4 different contact letters depending on the way in which the client was identified. (1) Identified by
Voluntary Agencies (2) Identified by health board through health board treatment lists (3) Identified by health
board through allowance records  (4) Identified through media campaign –self selected. All correspondence is
included in the Information Manual.
☛ It is important to note that in relation to all correspondence, the health board or voluntary
agency is responsible for identifying and producing the format of letters required for each
individual.
☛ An effective awareness campaign will compliment the receipt of this correspondence and will
pre-empt a lot of the questions and alleviate any concerns. Furthermore, the correspondence will
not be the client’s first contact with the concept of the database.
☛ Efficient screening before correspondence is dispatched should help reduce the number of
letters sent out inappropriately.
☛ All standardised correspondence has been amended for national implementation based on the
feedback from Phase 1 Areas and input from the National Adult Literacy Agency. It is important
to take into consideration different levels of literacy and clients whose first language may not be
English (e.g. non-nationals, people who are profoundly deaf).
The main advantage in sending a letter to everyone at this stage is that it will ensure that a telephone call
(potentially from someone that they do not know) is not their first point of contact with the database. This is
particularly relevant for those who have not received a letter from a voluntary agency. It will also be
appropriate to send such a letter to people who require screening. They may be able to inform the key-worker
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when he/she rings that they do not meet the registration criteria. In all cases, it facilitates the client’s
assimilation of information and the key-worker’s task of contacting the person.
2. Screening
Screening is an inherent part in all stages of client identification, as the master list is compiled with the
registration criteria in mind. For example, the key-workers will play a large role in screening, as they will only
identify potentially eligible clients. Furthermore, the voluntary agencies will also play a part in screening, as
they will only send the initial letter to potentially eligible clients. The most likely group to require screening are
people identified via allowance records.
In the master list, ‘Details of Disability’ should allow sufficient information regarding Registration Criterion 1
(have a persistent physical or sensory disability arising from disease, disorder or trauma) and Registration
Criterion 2 (in the case of dual disability, where the predominant disability is physical or sensory). ‘Date of
Birth’ will provide the information necessary for registration criterion 3 (less than 66 years of age).
People whose information on the register has satisfied Registration Criteria 1, 2, and 3 will be contacted by
phone solely for the purpose of arranging a suitable time at which to meet. People whose information on the
register was insufficient to ascertain whether they satisfied Registration Criteria 1, 2, and 3 will be contacted
by telephone to screen for these registration criteria and subsequently to arrange a suitable time at which to
meet.
Registration Criterion 4 (are receiving, or require a specialised health or personal social service, which is
related to their disability) cannot be established until the data form is administered. People may not be aware
of what exactly a specialised health and personal social service is. People who have been accessing these
services for years may not know that it is such a service and key-workers may not be aware of all the services
that the person is accessing. Finally, registration Criteria 5 (have consented to being included on the database)
can only be satisfied when the key-worker and the client meet.
3. Contacting Clients by Telephone
Each key-worker/data collector will be sent a list of clients to whom they are responsible for administering
the data form, the name of the client’s parent/legal guardian if the client is under 18 years of age, the PINs
for each of these individuals, and copies of the letter that has been sent out by the health board to inform the
client that the key-worker/data collector will be contacting them regarding the arrangement of an interview.
Data collectors will also be informed of the client’s key-worker.
The named key-worker/data collector will contact the client by telephone within the time frame specified in
the letter. For each client who is contacted by key-workers/data collectors for the purpose of setting up
interviews, a ‘Checklist’ of information that has to be relayed to the individual will be completed and included
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in the client’s file (i.e. with the Physical and Sensory Disability Database form and the Consent Form). At this
stage, clients are again given the option to opt out and are assured that even if they agree to meet, they can
opt out at that stage. For some client groups, a telephone call is inappropriate and impractical. The equivalent
information will be faxed to the client. The completion of a checklist complies with advice from the Office of
the Data Protection Commissioner.
Once an appointment has been made, a card with the time and date of the appointment and the name of the
key-worker/data collector should be sent to the client or his/her parent or legal guardian. A reminder phone-
call prior to the appointment is also recommended.
Health Boards need to have very clear procedures in place for identifying people who opt out of the exercise
at this point of contact and do not want to be contacted any further. A flag should be placed against the
individual’s record indicating that it is not to be used rather than completely removing the record from the
database. This will ensure that the person does not become part of the database at any future date.
The following points should be noted regarding the contacting of clients:
 The main problem experienced during Phase 1 Implementation in contacting clients to arrange interviews
was inadequate recording of information in a client’s file. In some cases there were no or wrong
telephone numbers. Consequently, every effort should be made to ensure that contact details (in
particular telephone numbers) are accurately recorded and made available to database personnel for
inclusion into the Master List.
 It is recommended that in the correspondence, a free phone number should be given so that people can
call with their contact details or a slip should be included where people can return their correct contact
details in a stamped addressed envelope. For people who do not reply to this, a second letter should be
sent. In the third letter sent, the individual is told that an individual will call out to the house. When the
key-worker/data collector calls out, if the person is not there, a calling card is left.
 It is recommended that lists of clients be crosschecked to the greatest extent possible with the
Community Care Index to ensure that clients are not deceased.
 Where contact details were available, several telephone calls needed to be made to make contact with the
client. Furthermore, clients were not returning calls and the majority of people were out of the home and
not available for interview between 9am and 5pm. Contacting clients is a time consuming exercise. It is
recommended that additional clerical assistance would facilitate this process.
 Key-workers / data-collectors will need to be flexible regarding interview times and may need to work
outside normal working hours.
 Where possible, interviews should be carried out in the service provider’s office or should coincide with a
clinical appointment. The convenience of the client should be paramount. However, it is important to be
in an environment where both key-worker/data collector and client can remain focussed and where there
is minimum distraction. Feedback during Phase 1 Implementation indicated that interviews conducted in
a home environment took longer than those conducted in the office, as they were less focused.
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☛ All key-workers and data collectors should be trained before contact is made with a client.
☛ It is recommended that each health board develop or use their existing protocol for information
to be obtained before a visit is made to a client who has not been previously visited by a health
board or voluntary agency. This will maximise the available information prior to the visit and will
identify any hazards that may exist or issues that might arise for key-workers/data collectors.
4. Obtaining Informed Consent
Having set up the interview by phone and having met the client, the individual is informed about the database
in person and informed consent is obtained.
1. At national level, the National Physical and Sensory Disability Database Committee will be
responsible for deciding on and approving the protocol for obtaining informed consent. The
Development Committee was responsible for this during Phase 1 Implementation.
2. At regional level, the Regional Database Co-ordinator is responsible for ensuring that the informed
consent procedures are implemented and adhered to.
3. The key-worker is responsible for obtaining the informed consent of each person or his/her legal
representative responding to the Physical and Sensory Disability Database form.
For respondents less than 18 years of age, consent should be obtained from their parents or legal guardians.
However, where a child is of an age to provide consent but it is not legal to do so (e.g. age 7-17 years), it is
recommended that they participate with their parents or legal guardians in the interview.
Informed consent assumes competence on the part of the person to make the decision for him/herself.
However, there will be cases where an individual over 18 years of age will be unable to give consent for
him/herself (e.g. in the case of a person with a progressively degenerative neurological condition or a person
with a mental health problem). With regard to this group, nobody else can give legally valid consent on their
behalf. However, in such situations, a code of best practice should be followed. That is, where the person is
unable to give consent on his/her own behalf, a family relative, carer or professional person should be asked
to represent the person’s views. This person would be asked to sign the informed consent form indicating
that there is no objection to the person, whose views they represent, being included on the Physical and
Sensory Disability Database. This would serve as an acknowledgement that the family relative, carer or
professional person has participated in discussions about the database and understands why the request to
include the person on the database is being made.
It is strongly recommended that Informed Consent is not sought at the point of contact where the Physical
and Sensory Disability Database is first introduced to the person. However, as described there are various
steps before informed consent is sought (Information Sessions, letter before Master List including the
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Information Leaflet, letter after Master List including Information leaflet, telephone call, interview, and
opportunity to ask questions). It is only at the start of this face-to-face appointment that informed consent is
sought. The key-worker shall seek consent only under circumstances that provide the prospective client or
their representative sufficient opportunity to consider whether or not to participate and that minimise the
possibility of coercion or undue influence. That is, the client or their representative should have adequate time
to read the information leaflet – A Guide to the Physical and Sensory Disability Database – and to have an
opportunity to ask questions about the leaflet and the form before signing. After the person has read the
information leaflet and if necessary, any questions or issues have been explained or discussed further, the
person’s informed consent is documented by signing the written consent document.
The consent document is to be kept with the person’s up-to-date data form at all times. It is also important
that the date on which informed consent was given is recorded in the appropriate field on the data form. This
will ensure that in the event of people moving between different service providers, consent will not have to
be repeatedly obtained.
☛ It is important to remember that without the participation of the majority of people currently
accessing or requiring specialised health and personal social services, the effectiveness of the
database in planning and prioritising service development will be questionable. Therefore, it is of
the utmost importance that the procedures for obtaining consent are as respondent-friendly as
possible and are conducive to positive responses.
5. Coding and Returning Data Forms
1. The designated key-worker/data collector collects the information on their clients by filling out and coding
a Physical and Sensory Disability Database Form in consultation with the client. It is important that the key-
worker/data collector codes the data form as this provides an opportunity to ensure that the form has been
filled in correctly and that all questions have been asked and responses clarified.
Where issues arise during the administration of the data form that cannot be resolved by the key-
worker/data collector, the health boards directory of services containing the necessary information and
contact numbers to which people can be referred will be given to respondents. Furthermore, key-workers
will be supplied with a Feedback Sheet on which they can document information, clinical or service issues
that may arise and need to be dealt with.  They will record the issue, who has to deal with it and by when.
These sheets will need to be returned to an identified person in the health board on a weekly basis.
(Where a key-worker has the authority to make referrals, these should also be recorded on a referral sheet
and processed accordingly).
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The completed forms are subsequently forwarded to the Regional Database Co-ordinators who will
arrange to have them entered directly into their own computer systems using the specified software. The
responsibility for returning the National Physical and Sensory Disability Database Form lies with the
relevant Department/Agency.
2. The Regional Database Co-ordinators in each health board receive information from the designated
service providers, and have this information collated and its integrity checked. It is then transferred by e-
mail to the Health Research Board on behalf of the Department of Health and Children in a specified
format. Peoples’ names or addresses are never included in this transfer.
3. The Department of Health and Children and the Health Research Board as their nominated agency
will assemble the information received from each of the health boards, carry out validation checks and
report on the data.
Figure 2.1: Operational Structure
Department of
Health and Children
National Database
Health Boards
Regional Database
Service Providers
Local Database or Database
Forms
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9. SOFTWARE REQUIREMENTS FOR NATIONAL IMPLEMENTATION
The development of software for national implementation will be tendered for and contracted out. For Phase
1 Implementation, the Health Research Board developed software for the sole purpose of storing data and
validating it to the greatest extent possible. Phase 1 was not pilot testing the computer software for national
implementation and the software programme was not included in the Evaluation Process.
Once the software has been developed for the national database, it will be made available to the Health
Boards and in turn computerised voluntary agencies. This will allow each agency to develop its own local
database that can be updated on an on-going basis and which will feed into the regional database.
10. DATA VALIDATION
During all stages of the development of the National Physical and Sensory Disability Database, there will be
checks and procedures in place to ensure that the information that is being recorded is accurate. These checks
and procedures will include:
 Development of standardised Data Form, Guidelines and Protocols
 Standardised training of database personnel and key-workers
 The adoption of the key-worker system for data collection: The fact that the person administering the
form is familiar with the client’s circumstances and requirements ensures that the data recorded is an
accurate reflection of the person’s current service provision and future service requirements. Where the
client does not have a key-worker or their key-worker is unable to administer the form, the data collector
will consult with the key-worker before and after administering the data form, thereby checking the
validity of the data recorded.
 The review of completed data forms by database personnel: As data forms are completed by key-workers
and returned to database personnel, they will be reviewed for data errors, missing values etc. Where there
are discrepancies, the key-worker who administered the form will be contacted by database personnel for
clarification purposes.
 The receipt of completed data forms by the data inputter: When the data form is received by the data
inputter, it will have been completely coded by the key-worker and reviewed by database personnel.
 Validation rules in the software will check data as it is entered into the database.
 There will be an in-built system of ongoing validation with the aim of identifying gaps and inconsistencies
in the data at health board level. These in-built checks will safeguard against major data entry errors.
Where discrepancies arise, service providers, key-workers and data collectors should co-operate with the
co-ordinators in ensuring that requested amendments are made to the data.
 On obtaining data from the health boards, the HRB will conduct further validation checks and Regional
Co-ordinators may be asked to arrange to have any identified discrepancies rectified. Service providers,
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key-workers and data collectors should co-operate with the co-ordinators in ensuring that requested
amendments are made to the data.
11. TRAINING AND SUPPORT
A series of training sessions will be made available to all personnel involved in the implementation of the
database. The availability of and attendance at these training sessions is the most important method of
ensuring that standardised data is collected and of establishing support networks. The training is divided into
three parts.
Training Module 1
A Training Session introducing the National Physical and Sensory Disability Database and the procedures for
the lead in phase of national implementation has been developed and delivered to database personnel in all
health boards.
Training Module 2
A ‘Training the Trainers in Data Collection’ Session will be developed and delivered to Database
Administrators and Resource Officers in all health board areas. This session will provide the information and
materials necessary to deliver the Data Collection course locally to key-workers (e.g. overheads, training
session content document, handouts, key-worker manuals, case study etc.). This will ensure that all key-
workers in each area will be trained using the same methods and the same information thereby ensuring that
standardised information is collected nation-wide. Subsequently, the Database Administrators and Resource
Officers will train key-workers in their respective health board areas.
Training Module 3
Training will be made available to all database personnel in the Physical and Sensory Disability Database
Software. The purpose of the session involves becoming familiar with the basic functions of the Physical and
Sensory Disability Database Programme and ensuring the accurate recording of data from the Physical and
Sensory Disability Database Form into the Physical and Sensory Disability Database.
With regard to training, the following recommendations are made. More detailed recommendations are
included in the training material that will be made available to database personnel.
(1) It is essential to have all database personnel in place and to ensure that they are dedicated posts. Both the
Database Administrator and Resource Officers should be sufficiently informed and trained to deliver the
training sessions. It is recommended that both the Database Administrator and Resource Officer deliver the
local training sessions in data collection for a number of reasons:
 The length and detail of training session content
 Combination of clinical and administrative expertise
 Facilitation of feedback during data collection example, fielding questions and recording issues.
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It is important that all database personnel build up expertise. The Resource Officer is a temporary post and it
would not make sense for all the expertise and knowledge to be built up by an individual who will be gone in
a short period. It is also important that database personnel feel that they have been adequately trained and
supported. It is also important that where possible the personnel from the health board who attended the
training sessions should play a large role in instructing, supporting, and facilitating new staff that come on
board at a later stage of the project.
(2) It is important that the provision of local training in data collection is not undertaken too far in advance of
data collection. Taking into consideration the timetable of database implementation in the health board
region, a series of training sessions should be arranged during a specified time period before data collection
commences. Offering a choice of days over a specified time period should facilitate attendance at training
sessions. Furthermore, sufficient notice should be given so that work schedules can be re-arranged, if
necessary.
The ideal is to ensure that all departments and agencies come on board at the beginning. In addition, it is
important that key-workers are identified as early as possible. This will ensure maximum attendance during
which all the training can be completed and it will reduce the need to administer ad hoc training sessions. To
achieve this, it is extremely important to obtain from Regional and General Managers the committed support
for the database and in turn the attendance at training sessions. It is also important to obtain the committed
support from Heads of Department so that all key-workers are encouraged to attend.
In the absence of identified key-workers, potential key-workers should be invited to attend. Before inviting
personnel, it is important to bear in mind the recommendations for key-workers.
 Familiarity with clients and their specialised health and personal social service needs.
 Familiarity with the area of disability
 Clinical background.
People who attend the training session should be individuals capable of administering the data form.
(3) Training in Data Collection takes a full day. Feedback from Phase 1 Implementation suggested the need
for a follow up session to the training day to ensure that all the information was adequately covered, to
dedicate more time to practising the administration of the data form and to provide the opportunity for key
workers to come back with questions having had the chance to review the material in detail. While this is a
valid recommendation, there are time implications involved with this. As a compromise, it is recommended
that a few follow-up sessions be organised with an open invitation for people to attend to discuss the
interviews and any difficulties that may be occurring, and to note any mistakes in data recording, which may
be taking place during the interviews. It is also important to note that all database personnel are available to
answer any queries that key-workers may have following the training session.
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Support Structures
Various support structures will be in place to facilitate national implementation. For example, supports
available from National to Regional level will include:
 The National Physical and Sensory Disability Database Committee: The remit of this committee will
involve reviewing the policies and procedures relating to the database, ensuring the quality of the data and
preparing an annual report on the database.
 The Health Research Board who are contracted to manage the national database on behalf of the
Department of Health and Children.
 The Regional Database Co-ordinators Group
 The Software Management Group: The remit of this committee will involve the strategic management of
the software, which will support the national database.
 Training for Database Personnel
 Software support
 Regular Database Personnel (i.e. database administrators and resource officers) Meetings. It is
recommended that the personnel responsible for the regional and local databases meet regularly during the
lead-in phase of national implementation. This would provide for a network of formal and informal
support, which could operate between agencies and/or health boards to help them sort out operational
difficulties which may arise.
In addition to being able to tap into the support available at a national level, specific supports at a regional
level will include:
 Training for data collectors
 Local software support
 Regional Database Committees
FIGURE 2.2: SUPPORT STRUCTURES FOR NATIONAL IMPLEMENTATION.
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12. ACCESS TO INFORMATION
The following have varying degrees of access to the database.
 The Department of Health and Children and the Health Research Board have access to the full National
Dataset, excluding any identifying information.
 The Chief Executive Officer or his/her designated officer, the Regional/Programme Manager,
Director/Regional Co-ordinator of Disability (or a designated health board official), Regional Database Co-
ordinator, and Regional Database Administrator have access to the data for their entire health board region.
 The Director of Public Health (or a person designated by the Director) will have access to the data for his or
her Health Board area.
 The General Manager and/or the Area Manager for Disability Services has access to the data for their
Community Care Area.
 Each individual, whose information has been recorded on the database, has access to his/her own database
record. In the case of children under 18 years of age, parents/legal guardians have access to their children’s
record.
 When national software is developed and made available to agencies who are willing to collect and record
information on computer pertaining to their own clients, the Director of Services (or other designated
person) of any voluntary service supplying such data to the database will have a access to these data
concerning their own agency only. In the interim, voluntary agencies can request information from the
regional and national database.   
Other Access
The Regional Physical and Sensory Disability Database Committee will consider requests for information from
the regional databases in each region.  Guidelines governing requests for information from the regional
databases should be agreed by the Programme Managers to ensure that there is uniformity in approach to the
release of information across the health boards.  Applications should be submitted on the ‘Request for
Information’ form, which is available from the relevant Regional Database Co-ordinator (See Appendix 7).
The National Physical and Sensory Disability Database Committee will consider requests for information from
the national database.  Applications should be submitted on the ‘Request for Information’ form that is available
from the Disability Databases Division in the Health Research Board or from the Disability Services Section in
the Department of Health and Children.
The following principles should be adhered to in deciding on the appropriateness of making information
available to a third party.
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1. Any individual requiring information from the Regional or National Physical and Sensory Disability
Database is required to make a written submission to the appropriate Committee outlining the information
required, the reason the information is required and the manner in which the information will be used.
2. On receiving a request for information, the chairperson of the Committee will discuss the request with the
other members of the committee at the earliest possible opportunity.  The committee will satisfy itself:
(a) that the use of the Regional or National Database is a valid one in view of the proposed use or
research project; and
(b) that there is no doubt concerning violation of client confidentiality.
If satisfied on these two points, the appropriate committee will authorise the release of the requested
information from the Regional or National Physical and Sensory Disability Database to assist the person in
that particular research project or application.
3. The committee will make decisions regarding authorisation of requests on the basis of a consensus.  If one
member feels they cannot agree to the request, the chairperson will contact the applicant to try and resolve
the issue by, for instance, requesting further information or reassurance regarding the methodology of the
study or the proposed use of data.
4. When the committee authorises a request, the chairperson will state in writing the precise information to
be made available and to whom it is being made available, and will give a copy of this statement to the
individual(s) who has responsibility for accessing the information from the Database.
☛ Access should only be given to validated data, thereby ensuring that an accurate picture is being
provided. It is also important that information that is made available emanates at all stages from a
single source, that is, from the location of the regional database or the national database.
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13. TIME FRAMES, UPDATES AND RESOURCES
The Physical and Sensory Disability Database was introduced into Phase 1 Areas in earnest in November 2000.
The period from November 2000 to February 2001 was concerned with the identification of the Master List.
During this period, there was a considerable but worthwhile delay due to the clarification of issues regarding
data protection and the development of the Master List. Subsequently the collection of data primarily took place
between March 2001 and June 2001. As recorded in Chapter 3, data collection was not completed within this
time frame by all Phase 1 Areas. It is useful to note that no Phase 1 Area had a complete complement of full-
time and dedicated database personnel for the duration of Phase 1 Implementation. Furthermore, as this was the
first time to implement the database in a complete service planning area, time was spent on unforeseen
problems and areas of ambiguity that needed to be resolved before national implementation. Therefore, a
significant amount of time was spent on refining procedures to ensure that the proposals put forward by the
Development Committee would be implemented in an integrated and structured fashion during national
implementation.
The Development Committee has recommended that the information collected and included on the database
will be updated on a yearly basis to precede the preparation of the estimate process and thereby facilitate
improved planning. Currently, the estimate process begins in May of each year. Accordingly, it has been
recommended that each health board strive to collect regional data by March 2002 so that it can be analysed in
time for the preparation of the 2003 estimates which will begin in May 2002. Health Boards have been
undertaking specific tasks since April 2001 to ensure that as many as possible of the labour intensive tasks, for
example the review of allowance records and health board client lists as part of the development of the Master
List, have been undertaken in anticipation of national implementation.
Ongoing funding of £64,000 (€81,263) to cover the posts of Database Administrator and Clerical Officer has
been made available to each health board. Furthermore, based on a submission by the four areas involved in
Phase 1 Implementation, a once off payment of £75,000 (€95,230) has been made available to each Community
Care Area to contribute to the costs incurred during the initial lead-in phase of national implementation.
The following areas of expenditure were identified as part of Phase 1.
 Staffing: Database Administrator, Resource Officer and Clerical Support
 Office costs
 Training
 Data collection
o Locum cover
o Contributions to health board departments: During the lead-in phase and in recognition
of the increased workload, a department receives a standard contribution for each
interview carried out by a key-worker in their department.
o Contributions to voluntary agencies: During the lead-in phase and in recognition of the
increased workload, an agency receives a standard contribution for each interview
carried out by a key-worker in their agency.
45
o Payment to Data Collectors: Data collectors are individuals employed specifically for the
purpose of data collection and are not necessarily familiar with the client’s
circumstances. Data collectors are only employed if it is deemed absolutely impossible
for a key-worker to administer a form.
Areas of expenditure varied depending on the circumstances in different areas.
☛ It is important to note that the funding allocated per interview during the lead-in phase is not a
payment to individuals but rather a contribution to the department/agency for the costs incurred
during the initial lead-in phase.
☛ It is essential that all health boards meet, discuss and agree on the contributions that will be made
to health board departments and voluntary agencies, and on the payments made to data
collectors to ensure standardisation across the country during the lead-in phase of national
implementation. These discussions should be informed by feedback received during Phase 1
Implementation.
☛ It is crucial that each health board have the complete complement of full-time and dedicated
staff. That is, there is a full-time and dedicated Resource Officer in each CCA during the lead-in
phase, a full-time and dedicated Database Administrator for the health board region and
adequate clerical support. (See Appendix 4 for the recommended responsibilities for each of
these posts). Furthermore, an active Regional Database Committee who can advise on
operational issues is paramount to the success of the regional databases.
☛ If there are changeovers in database personnel, a hand-over period will be necessary for a
smooth transition.
Following this initial lead in phase of national implementation, the timing for the yearly completion of updated
information will be finalised. The date will precede the preparation of estimates. However, as the timing of the
preparation of estimates may be changed in the near future, a definitive decision on the time of year to complete
updates will be postponed until after the initial lead in phase.
The importance of implementing effective and workable updating procedures to ensure the on-going success of
the Physical and Sensory Disability Database is recognised and will be an ongoing feature of the work of the
National Committee. In the same way as protocols became increasingly refined for the lead-in phase, as Phase 1
Implementation progressed, protocols for the maintenance and updating of the database will be refined as the
four Phase 1 Areas update their data over the coming months. Furthermore, the various support networks that
will be in place, for example, Regional Database Committees, Regional Database Co-ordinator Meetings and
Database Personnel Meetings will allow issues to be appropriately raised and dealt with.
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Based on feedback from Phase 1 Areas, preliminary resource discussions have taken place with a subcommittee
of the Development Committee. Areas highlighted include the potential need for on-going personnel in addition
to the full-time dedicated Database Administrator and Clerical Officer. It is recommended that the need for an
on-going post similar in responsibilities to the Resource Officer during the lead in phase be reviewed. Part of
this role would include the collection of data where a client does not have a key-worker or it is deemed
absolutely impossible for a key-worker to administer the data form. Furthermore, the potential need for .5
Clerical Officers per Community Care Area as opposed to one for the whole health board region was identified.
It is important to remember that this refers to the on-going implementation of the database where the work will
not be as intensive as during the initial lead-in phase, will be spread out over a period of a year, will evolve over
time as difficulties are encountered and solutions are put in place, and will coincide with the profile of the
database being raised and integrated into the routine of health boards and voluntary agencies.
Although there will be a specific point in each year when all the information will be collected and updated, the
information on the database will need to be dynamic and will need to be updated continuously. The individuals
identified as key-workers and therefore responsible for collecting information for the database should forward
any change in their clients’ circumstances to the Database Administrator as soon as possible. This will be
facilitated by the development of software that will ultimately be made available to all health boards at a regional
level and eventually to agencies at a local level. This software will be tendered for, contracted out and developed
over the coming months, as this process could not begin until recommendations were finalised and approved. If,
in the future, the key-worker’s agency uses computers and has their own local database using the Physical and
Sensory Disability Database Software, the changes may be made to the individual’s record on the database and
the updated information can be exported to the Regional Database Co-ordinator/Database Administrator via
diskette. Where the key-worker’s agency does not use computers and does not have their own local database
using the Physical and Sensory Disability Database Software, database personnel can print the database record
for each person in agencies who are not maintaining the database on computer. Changes will be submitted to
the Database Administrator/Regional Co-ordinator using the data form in which case only the changed data
needs to be specified. The Database Administrator/Regional Co-ordinator will arrange to have these entered
directly into their own computer system.
Therefore, the ultimate goal is that to the greatest extent possible changes will be made in each
department’s/agency’s database which in turn will be exported to the regional database. However, for the lead-in
phase of national implementation the input and location of data will be centralised in the Regional Database
Office. Consequently, key-workers will be given a list of people to whom they have administered data forms and
as they become aware of a change in the client’s circumstances they will be asked to notify database personnel.
The development of appropriate software to maintain and update the database is crucial to its ongoing success
and as stated above, appropriate technical expertise will be recruited to fulfil this task. The development of
software will be accompanied by the development of definitive protocols for the maintenance and update of the
database.
It is also extremely important to maintain an updated Master List. Allowance records should be reviewed every
1-2 months as a means of identifying new clients who may be suitable for inclusion onto the database. It is
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recommended that voluntary agencies and health board departments are also contacted on a regular basis.
Indeed, these should be encouraged to identify new clients to their services that may be eligible for inclusion.
This information could be recorded on a sheet for new additions to the Master List and forwarded to Database
Personnel where it can be determined if they have already been identified through another source or are new
and will be asked to participate. As indicated previously, it is recommended that health board departments and
agencies have appropriate and sensitive procedures in place to introduce the concept of the database to new
clients.
☛ The resources required (e.g. funding and staff) for the maintenance and update of the database
will be reviewed on an ongoing basis. A National Physical and Sensory Disability Database
Committee will be established and this will provide an ongoing facility and forum to review the
ongoing requirements for the successful maintenance and ongoing implementation of the
database.
☛ An important element of the success for the ongoing implementation of the database relates to
all interested parties taking ownership and responsibility for their database at a regional and local
level.
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CHAPTER 3: ANALYSIS OF PHASE 1 IMPLEMENTATION
COMPILATION OF MASTER LIST
Tables 3.1, 3.2 and 3.3 list the Health Board Personnel, the Health Board Allowance Records and the
voluntary agencies contacted by each Phase 1 Area during the compilation of their Master Lists.
Table 3.1: Health Board Departments / Personnel Contacted during Phase 1
Health Board Department / Personnel NEHB SEHB SWAHB WHB
Community Welfare Officer Y* Y* -- Y*
Dentists -- Y* -- --
Dietetics No-one in post Y* -- Y*
Director of the Co-ordinating Team for Technical
Aids and Appliances
Y* Y* -- Y
Disability Services (e.g. Area Co-ordinator for
Disability Services)
Y* Y* -- Y*
Early Intervention Team Y* Y* -- --
Home Help No one in post -- -- Y*
Occupational Therapy Y* Y* Y* Y*
Physical and Sensory Disability Team Manager Y* Y* -- --
Physiotherapy Y* Y* Y* Y*
Psychology -- Y* -- Y
Public Health Nursing Y* Y* Y* Y*
Respite Unit Y* -- -- --
Social Work No one in post Y* -- Y*
Speech and Language Therapy Y* Y* Y* Y*
Training Centres (Psychiatric Services) -- -- -- Y*
Y* – Contacted and returned lists
Y – Contacted but did not return lists
-- – Not contacted
Table 3.2: Allowance Records Reviewed during Phase 1
Allowance Records NEHB SEHB SWAHB WHB
Blind Pension X -- -- --
Blind Welfare Y Y Y Y
Disability Allowance X -- -- --
Disablement Benefit X -- -- --
Domilicary Care Allowance N Y Y N
Invalidity Pension X -- -- --
Long Term Illness Card Y Y -- --
Medical Cards N. N -- N
Mobility Allowance Y Y Y Y
Motorised Transport Grant Y Y Y --
Primary Medical Certificates Y -- -- --
Y – Accessed and reviewed
N – Accessed but not reviewed
X – Access not granted
-- – Access not sought
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Table 3.3: Voluntary Agencies Contacted during Phase 1
Agency NEHB SEHB SWAHB WHB
Arthritis Foundation of Ireland Y* Y* Y --
Arthrogryosis Association of Ireland Y -- -- --
Asthma Society of Ireland Y -- Y --
Brainwave - Irish Epilepsy Association Y* -- Y --
Central Remedial Clinic -- -- Y* --
Centre for Independent Living -- Y -- Y
Cheshire Foundation -- -- -- Y*
Cystic Fibrosis Y Y* -- --
Disability Federation of Ireland
As an umbrella organisation, there are no client
lists but it is an important source of information
Y -- Y Y
Enable Ireland Y -- Y* Y*
Frederich's Ataxia Y -- -- --
Headway Ireland Y -- Y* Y*
Huntingtons Disease Association Y -- -- --
Irish Wheelchair Association Y* Y* Y* Y*
Jack and Jill Children's Foundation -- -- Y --
Multiple Sclerosis of Ireland Y* Y* Y Y*
Muscular Dystrophy Ireland Y -- Y Y*
National Association for Deaf People Y* Y* Y* Y*
National Council for the Blind Y* Y* Y* Y*
National Training and Development Institute Y Y* Y* Y
Neurofibromatosis Y -- Y --
Parkinson's Association Y -- -- --
People with Disabilities of Ireland Ltd. Y -- -- Y
Post Polio Support Group Y* Y* Y* Y*
Rehab Group -- -- Y --
Spina Bifida Y Y* Y --
Spinal Injuries Y -- -- --
Volunteer Stroke Scheme Y -- -- --
Local Organisations
Drogheda Disability Interest Group Y -- -- --
Drogheda Disability Support Group Y -- -- --
Syringomyelia Y -- -- --
Cluain Enterprises -- Y* -- --
Ballinteer Community School -- -- Y --
KWCD Partnership -- -- Y --
St. Mary's School for Deaf Girls -- -- Y --
St. Mary's School for the Blind -- -- Y --
Ballinasloe Social Services -- -- -- Y
Bridges -- -- -- Y
Y – Contacted but had not returned lists by 2nd of July
Y* - Contacted and had returned lists for inclusion onto Master List
 -- - Were not contacted
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Table 3.4: Breakdown of Numbers on Master List at Different Stages
NEHB SEHB SWAHB WHB
1. How many people who were not in
contact with the statutory or voluntary
agencies identified themselves to the
health boards as a result of the general
awareness campaign?
1 52 0 0
2. How many people refused to allow the
voluntary agency to put their name on
a master list (i.e. to be contacted at a
later date to have the database
discussed with them in person)?
39/444 (8.8%)
are definitely
known to have
refused to allow
their name be
put forward.
26/195 (13.3%)
are definitely
known to have
refused to allow
their name be
put forward.
Feedback not
available
72/609
(11.8%) are
definitely
known to have
refused to allow
their name be
put forward.
3. How many people were included on
the initial register (i.e. after reviewing
client lists, voluntary agencies and
allowance records and before
screening)?
1546 2652 1000. 3000
4. How many people were on the Master
List (i.e. after screening and the
removal of duplicates and to whom a
key-worker/data collector needed to
be allocated and the data form
administered)?
649a
(Reduced by
58.0%)
1425
(Reduced by
46.3%)
891a
(Reduced by
10.9%)
1380a
(Reduced by
54.0%)
5. Having been included on the Master
List and having arranged the
interview, how many people refused
to sign the Informed Consent Form?
1 5 0 1
6. How many people were ultimately
registered on the Health Board
Database, that is, data forms were
administered to them and their
information was included on the
database by the 2nd of July, 2001?
249b 835 100b 507b
a These numbers are representative of a particular point in time. The totals will change as Master Lists are returned. However,
it is a useful guide to see how the original numbers will be reduced as screening takes place. The comprehensiveness of the
Master Lists can be judged by reviewing Tables 3.1,3.2 and 3.3.
b It is important to note that not everyone on the Master List would be ultimately registered on the database. See Table 3.5 for
the breakdown of the data in SEHB where everyone on the Master List can be accounted for.
Table 3.5: Breakdown of SEHB Master List
HB / Vol. / Self Allowances Total
Interviewed 487 348 835 (58.6%)
Interviewed but not yet
included on database
0 10 10 (0.7%)
Not yet interviewed 10 0 10 (0.7%)
Not contactable 66 107 173 (12.1%)
Not eligible 32 230 262 (18.4%)
Refused 74 (68 of these indicated
that they were not
interested. Some of these
may not have been eligible)
53 (44 of these indicated
that they were not
interested. Some of these
may not have been eligible)
127 (8.9%)
Deceased 3 5 8 (0.6%)
Total 672 753 1425 (100%)
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Table 3.6: Description and Number of Key-workers and Data Collectors
NEHB SEHB SWAHB WHB
1 How many key-workers were
identified to administer the data
form?
This refers to the number of key-
workers from both health boards and
voluntary agencies. These are
individuals who are familiar with the
client’s circumstances and have
agreed to administer the data forms.
11 15 25 103
2 How many of these key-workers
were from the health board?
This refers to the number of key-
workers who are employed by the
health board. These are individuals
who are familiar with the client’s
circumstances and have agreed to
administer the data forms.
What department are they from?
8
Physiotherapist 3
SLT 4
SLT AID 1
4
OT 1
PHN 1
Psychologist 1
SLT 1
14
Physiotherapist 4
O.T. 5
SLT      5
87
PHN 64
SLT 10
OT 6
Physiotherapy 5
Training Centre
    Managers  2
3 How many key-workers were from
the voluntary agencies?
This refers to the number of key-
workers from the voluntary agencies.
These are individuals who are
familiar with the client’s
circumstances and have agreed to
administer the data forms.
Name the voluntary agency and the
number of key-workers from each?
3
NAD………2
MS………..1
11
NCBI…………1
NTDI…………2
NAD………….2
MS……………1
Cluain
Enterprises..1
Cystic Fibrosis
Society……..1
IWA ….…….3
11
NAD………..5
IWA…….….2.
NTDI……...1.
Headway…1
Enable.…..2
16
NAD…………6
NCBI………..1
Cheshire
Foundation.1
Galway Simon
Comm……..1
IWA………..4
Headway…1
MS……….…2
(not yet
collecting data)
4 How many key-workers were from
agencies, other than the health board
and the voluntary sector (e.g. from
schools)?
0 0 0 0
5 How many data collectors were
identified and what was their
background?
Data Collectors refer to individuals
who are not necessarily familiar with
the client’s circumstances and who
have been employed for the specific
purpose of data collection.
12
Identified
through a
process of
networking
which was
facilitated by
Resource
Officer’s
familiarity with
the CCA.
Physiotherapist 1
Social Worker 2
Community
Nurse 2
SLT 2
PHN 2
RGN 1
RMH Nurse 2
15
Retired health
board staff
(mainly nurses
and social
workers)
Important to
note that some
data collectors
only
administered a
few forms.
3
These included:
2 RGNs
1 Nurse
Identified
through a job
advertisement in
newspaper.
6
These included:
4 Researchers
(Public Health
Dept.).
2 Admin.
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NEHB SEHB SWAHB WHB
6 Total number of People identified to
administer data forms
23 30 28 109
7 The number of training sessions
delivered
9 7 6 13
8 The total number of people who
attended training sessions?
The numbers trained exceeded the
number of people who administered data
forms.
33 36 41 112
9 On average, how many Data Forms
were administered per key-worker /
Data Collector?
Range: 3-55
Health
Board:  14
Voluntary
Agencies: 15
Data
Collectors: 32
Range: 6-100
Health
Board: ??
Voluntary
Agencies: 25
Data
Collectors: 20
Feedback
unavailable
Range: 1-32
Health
Board:  6
Voluntary
Agencies: 25
Data
Collectors: 20
10 What percentage of key-workers
were replaced in their regular post,
when they were administering the
data form?
0 One PHN only 0 15% (i.e.
nursing cover)
The average length of time taken to administer the data form was 1.5 hours. However, the administration
of the form by speech and language therapists to their clients took about 15/20 minutes. Conversely,
where individuals were dissatisfied with services or where issues arose from their interview or as a result
of their disability, the interview could take up to 2.5 hours. A data collector (i.e. an individual employed
specifically for the purpose of data collection and not necessarily familiar with the client’s circumstances)
undertook the administration of the maximum number of forms in each Phase 1 Area. As stated
previously, it is extremely important that data collectors have a background in disability and more
importantly are familiar with the services in the Community Care Area. However, it is possible to see the
way in which the data could be collected effectively and efficiently with the replacement of key-workers
with locums. For example, a Public Health Nurse who was replaced with a locum for one month
administered 50 data forms in the South Eastern Health Board. The fact that very few key-workers were
replaced in their posts is symptomatic of the difficulty in getting allied health professionals in the statutory
and voluntary sector.
The comprehensiveness of the Master List compilation can only be determined by each Health Board
looking at the list of health board personnel (Table 3.1) and voluntary agencies (Table 3.3) contacted and
allowance records reviewed (see Table 3.2). These should be reviewed with the local health board
structures and services in mind. In addition, the extent to which it was felt that the awareness campaign
reached people who may have been eligible for inclusion but were not in contact with statutory or
voluntary agencies needs to be assessed.
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As can be seen from the example of SEHB data given (Table 3.5), 173 people were not contactable and
therefore their eligibility for inclusion could not be determined. This reflects the inadequate records and
the ensuing difficulty in making contact with potentially eligible clients, as documented in Chapter 2. Out
of the 673 people identified in the SEHB through Health Board Personnel and Voluntary Agencies, only
320 included telephone numbers. A further 120 numbers were identified through Community Care Index
and Medical Card and 166 numbers were ascertained through a series of correspondences with a request
for same that included a stamped addressed enveloped. Sixty-seven numbers remained outstanding and
this involved having to call out to client’s homes. Out of the 757 people identified through allowance
records, none included telephone numbers. Reviewing the Community Care Index and Medical cards
resulted in 201 telephone numbers and a further 421 were ascertained through a series of
correspondences. However, 136 telephone numbers were still outstanding and this resulted in having to
make house visits. This is a necessary but hugely time consuming administrative task and emphasises the
importance of introducing a system that ensures the adequate recording of appropriate information.
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CLIENT DETAILS
In total, 1683 people were included on the Phase 1 Data Set. The numbers and percentages in each Phase
1 Area are recorded in Table 3.7.
Table 3.7: Number and Percentage of People in Data Sets from each Phase 1 Area
N % of People on Database % of CCA population
North Eastern Health Board
Louth/South Monaghan
249 14.80 249/92,166  * 100 = 0.2%
South Eastern Health Board
South Tipperary
829a 49.26 829/80,612 * 100 = 1.0%
Western Health Board
Galway
505 30.01 505/188,598 *100 = 0.3%
South Western Area (ERHA)
Dublin – CCA4
100 5.94 100/143,154 * 100 = 0.07%
Total 1683 100.00
a Six people were removed from the database sent to the HRB as a result of being ineligible
Based on the previous tables, it can be seen that the SEHB were closest to collecting data for everyone
included on their Master List. Subsequently, it is possible to use this as a guide for the numbers that could
potentially be included on a National Data Set.
According to the 1996 Census, the population of South Tipperary is 80,612. The number of people
registered on the Physical and Sensory Disability Database in the South Tipperary Community Care Area
is 829. In addition, the number of people who were not interviewed or were interviewed and not included
on the dataset is 20. Therefore, having contacted everyone who was included on the Master List (i.e. 1425
people), 849 were eligible for inclusion onto the database. Based on these figures, the prevalence of
people eligible for inclusion onto the database in South Tipperary is 10.53 out of every 1000 people.
However, this is a conservative estimate. It is important to remember that people are registered on the
database where they are resident for most nights of the week. There may be people residing in South
Tipperary who may not have been counted because they were not accessing services in the South
Tipperary region. These people will be more easily accessed during National Implementation. In addition,
127 people expressed a disinterest and 173 out of the 1425 on the Master List were not contactable.
Therefore their eligibility for inclusion onto the database cannot be determined.
Using these figures to extrapolate to a national indicator, the estimate of people that would be included
on a national database is 38,190. This is based on the 1996 Census where the population of Ireland was
recorded at 3,626,087.
These estimates are not epidemiological. It is important to remember that this refers to the number of
people who meet all five registration criteria. That is, information will be collected from people with a
physical and sensory disability receiving or needing a specialised health or personal social service currently
or within the next five years who:
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1. have a persistent physical or sensory disability arising from disease, disorder or trauma;
2. in the case of dual disability, where the predominant disability is physical or sensory;
3. are less than 66 years of age;
4. are receiving, or require a specialised health or personal social service which is related to their
disability; AND
5. have consented to being included on the database.
Age and Gender
There are a total of 961 (57.1%) males and 722 (42.9%) females in the Phase 1 data set. The average age
of individuals included on the dataset is 30.64 years. The breakdown of age and gender for each Phase 1
Area is documented in Table 3.8.
Diagnostic Category
The diagnostic categories giving rise to the physical or sensory disability are documented in Table 3.9. The
five most common diagnostic categories indicated by clients as giving rise to their physical or sensory
disability are Diabetes, Specific Speech and Language Disorder, Cerebral Palsy, Multiple Sclerosis and
Epilepsy. Diagnostic Category does not determine eligibility but rather it provides descriptive information
for people already registered on the database. It is important to note that in some cases it appears that the
main diagnostic category was not noted in Diagnostic Category (1). In addition, it is important to
understand what is meant by the ‘unspecified’ categories on the Diagnostic Category Coding List.
Unspecified codes should not refer to the fact that the diagnostic category is known but not included on
the coding list. If this is the case, a code should be sought from the Database Administrator. Rather
‘Unspecified’ codes refer to the fact that the diagnostic category can be narrowed down to a particular
grouping but medically it cannot be specified further. However, the ‘unspecified’ categories were used
inappropriately in some instances. Greater emphasis has been placed in the Guidelines and in the
Training to prevent this re-occurring during national implementation.
☛ It is important to note that the statistics included in this report are simply an overview of the type
of analyses that can be undertaken with the data that will subsequently allow for the development
of services. More detailed analysis can be undertaken.
☛ The data were validated to the greatest extent possible. However, some issues required further
clarification and are documented accordingly. Consequently, the data should be understood as
approximate in nature. The development of national software with integrity reports will assist in
the validation of the national data set
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Table 3.8: Gender and Age Breakdown in Phase 1 Areas (Numbers and percentages)
Numbers
NEHB SEHB SWAHB WHB Total
Female Male Total Female Male Total Female Male Total Female Male Total Female Male Total
0-4 years 18 21 39 16 23 39 2 4 6 19 43 62 55 91 146
5-9 years 13 42 55 31 58 89 1 7 8 46 65 111 91 172 263
10-14 years 12 13 25 28 51 79 5 4 9 17 35 52 62 103 165
15-19 years 10 4 14 28 40 68 5 5 10 8 17 25 51 66 117
20-34 years 11 13 24 64 61 125 7 7 14 35 53 88 117 134 251
35-54 years 39 21 60 91 143 234 18 12 30 55 62 117 203 238 441
55-65 years 18 14 32 82 113 195 14 9 23 29 21 50 143 157 300
Total 121 128 249 340 489 829 52 48 100 209 296 505 722 961 1683
Percentage of age group by gender
NEHB SEHB SWAHB WHB Total
Female Male Total Female Male Total Female Male Total Female Male Total Female Male Total
0-4 years 14.88 16.41 15.66 4.71 4.70 4.70 3.85 8.33 6.00 9.09 14.53 12.28 7.62 9.47 8.67
5-9 years 10.74 32.81 22.09 9.12 11.86 10.74 1.92 14.58 8.00 22.01 21.96 21.98 12.60 17.90 15.63
10-14 years 9.92 10.16 10.04 8.24 10.43 9.53 9.62 8.33 9.00 8.13 11.82 10.30 8.59 10.72 9.80
15-19 years 8.26 3.13 5.62 8.24 8.18 8.20 9.62 10.42 10.00 3.83 5.74 4.95 7.06 6.87 6.95
20-34 years 9.09 10.16 9.64 18.82 12.47 15.08 13.46 14.58 14.00 16.75 17.91 17.43 16.20 13.94 14.91
35-54 years 32.23 16.41 24.10 26.76 29.24 28.23 34.62 25.00 30.00 26.32 20.95 23.17 28.12 24.77 26.20
55-65 years 14.88 10.94 12.85 24.12 23.11 23.52 26.92 18.75 23.00 13.88 7.09 9.90 19.81 16.34 17.83
Total 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00
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Table 3.9: Description of Diagnostic Category giving rise to the Physical or Sensory Disability (Numbers and Percentages)
Diagnostic Category 1 Diagnostic Category 2 Diagnostic Category 3 Combined
Frequency Percent Frequency Percent Frequency Percent Frequency Percentage  of total
sample (1683)**
Infectious and parasitic
AIDS 1 0.06 0 0 0 0 1 0.06
HIV 0 0.00 0 0 0 0 0 0.00
Polio 7 0.42 0 0 0 0 7 0.42
Toxoplasmosis 1 0.06 1 0.06 0 0 2 0.12
Unspecified infectious/parasitic diagnostic category 0 0.00 2 0.12 0 0 2 0.12
Neoplasms 14 0.83 7 0.42 3 0.18 24 1.43
Endocrine and Metabolic
Diabetes 250 14.85 24 1.43 5 0.30 279 16.58
Disorders of thyroid gland 2 0.12 1 0.06 2 0.12 5 0.30
Immunity Disorders 0 0 1 0.06 1 0.06 2 0.12
Metabolic disorders 9 0.53 0 0.00 1 0.06 10 0.59
Osteomalacia/rickets 1 0.06 0 0.00 0 0 1 0.06
Other endocrine disorders 1 0.06 0 0.00 0 0.00 1 0.06
Unspecified endocrine/metabolic diagnostic category 5 0.30 2 0.12 2 0.12 9 0.53
Blood and blood forming organs 8 0.48 2 0.12 1 0.06 11 0.65
Nervous system
Alzheimer’s Disease 0 0.00 0 0.00 0 0.00 0 0.00
Cerebral palsy 129 7.66 10 0.59 0 0.00 139 8.26
Dystonia 2 0.12 1 0.06 0 0.00 3 0.18
Encephalitis 0 0.00 0 0.00 0 0.00 0 0.00
Epilepsy 92 5.47 48 2.85 5 0.30 145 8.62
Friedreich’s Ataxia 7 0.42 1 0.06 1 0.06 9 0.53
58
Diagnostic Category 1 Diagnostic Category 2 Diagnostic Category 3 Combined
Frequency Percent Frequency Percent Frequency Percent Frequency Percentage  of total
sample (1683)**
Guillain-Barre Syndrome 2 0.12 0 0.00 0 0.00 2 0.12
Head injury 38 2.26 6 0.36 1 0.06 45 2.67
Huntington’s Chorea 1 0.06 0 0.00 0 0.00 1 0.06
Hydrocephalus 15 0.89 9 0.53 0 0.00 24 1.43
Meningitis 4 0.24 1 0.06 0 0.00 5 0.30
Migraine 0 0.00 0 0.00 2 0.12 2 0.12
Mononeuritis 0 0.00 0 0.00 0 0.00 0 0.00
Motor Neurone Disease 4 0.24 0 0.00 0 0.00 4 0.24
Multiple sclerosis 123 7.31 2 0.12 0 0.00 125 7.43
Muscular dystrophy 20 1.19 2 0.12 0 0.00 22 1.31
Myalgic Encephalomyelitis (M.E.) 0 0.00 1 0.06 0 0.00 1 0.06
Myasthenia Gravis 3 0.18 0 0.00 0 0.00 3 0.18
Myelitis 0 0.00 0 0.00 1 0.06 1 0.06
Myopathy 0 0.00 0 0.00 0 0.00 0 0.00
Neuropathy 0 0.00 1 0.06 0 0.00 1 0.06
Paralytic Syndromes - Diplegia 3 0.18 3 0.18 1 0.06 7 0.42
Paralytic Syndromes - Monoplegia 2 0.12 1 0.06 1 0.06 4 0.24
Paralytic Syndromes - Paraplegia 26 1.54 4 0.24 1 0.06 31 1.84
Paralytic Syndromes - Quadraplegia 10 0.59 4 0.24 0 0.00 14 0.83
Paralytic Syndromes - Erbs Palsy 1 0.06 0 0.00 0 0.00 1 0.06
Parkinsons Disease and related disorders 12 0.71 2 0.12 0 0.00 14 0.83
Spina Bifida 30 1.78 3 0.18 0 0.00 33 1.96
Spina Bifida and Hydrocephalus 24 1.43 1 0.06 0 0.00 25 1.49
Spinal Injury 2 0.12 1 0.06 0 0.00 3 0.18
Stroke / hemiplegia 61 3.62 19 1.13 3 0.18 83 4.93
Unspecified nervous system diagnostic category 37 2.20 11 0.65 7 0.42 55 3.27
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Diagnostic Category 1 Diagnostic Category 2 Diagnostic Category 3 Combined
Frequency Percent Frequency Percent Frequency Percent Frequency Percentage  of total
sample (1683)**
Eye complaints
Blindness caused by diabetes 1 0.06 1 0.06 1 0.06 3 0.18
Blindness not specified elsewhere 9 0.53 7 0.42 2 0.12 18 1.07
Cataracts 3 0.18 3 0.18 1 0.06 7 0.42
Congenital blindness 12 0.71 1 0.06 0 0.00 13 0.77
Glaucoma 1 0.06 3 0.18 0 0.00 4 0.24
Retinal detachment 4 0.24 2 0.12 0 0.00 6 0.36
Retinopathy 0 0.00 1 0.06 0 0.00 1 0.06
Retinosa Pigmentosa 21 1.25 2 0.12 0 0.00 23 1.37
Unspecified eye complaint diagnostic category 42 2.50 22 1.31 10 0.59 74 4.40
Ear complaints
Conductive deafness 13 0.77 6 0.36 2 0.12 21 1.25
Congenital deafness 51 3.03 6 0.36 1 0.06 58 3.45
Deafness not specified elsewhere 9 0.53 5 0.30 1 0.06 15 0.89
Sensorineural deafness 40 2.38 1 0.06 0 0.00 41 2.44
Tinnitus 2 0.12 8 0.48 1 0.06 11 0.65
Unspecified ear complaint diagnostic category 3 0.18 9 0.53 2 0.12 14 0.83
Circulatory system
Angina 0 0.00 1 0.06 0 0.00 1 0.06
Congenital heart disease 13 0.77 2 0.12 1 0.06 16 0.95
Coronary artery disease 2 0.12 8 0.48 5 0.30 15 0.89
Cerebrovascular Disease 3 0.18 3 0.18 1 0.06 7 0.42
Hypertensive Disease 1 0.06 25 1.49 7 0.42 33 1.96
Ischaemic Heart Disease 1 0.06 4 0.24 3 0.18 8 0.48
Peripheral Vascular Disease 0 0.00 0 0 0 0.00 0 0.00
Varicose veins 0 0.00 1 0.06 1 0.06 2 0.12
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Diagnostic Category 1 Diagnostic Category 2 Diagnostic Category 3 Combined
Frequency Percent Frequency Percent Frequency Percent Frequency Percentage  of total
sample (1683)**
Unspecified circulatory system diagnostic category 4 0.24 8 0.48 3 0.18 15 0.89
Respiratory system
Asthma 18 1.07 31 1.84 9 0.53 58 3.45
Bronchitis / Emphysema (COPD) 3 0.18 1 0.06 2 0.12 6 0.36
Cystic Fibrosis 36 2.14 0 0.00 0 0.00 36 2.14
Unspecified respiratory system diagnostic category 4 0.24 1 0.06 1 0.06 6 0.36
Digestive system
Coeliac Disease 1 0.06 1 0.06 0 0.00 2 0.12
Crohn’s Disease / Colitis 2 0.12 5 0.30 1 0.06 8 0.48
Intestinal Problems 0 0.00 1 0.06 0 0.00 1 0.06
Irritable Bowel Syndrome 0 0.00 0 0 0 0.00 0 0.00
Liver problems 3 0.18 2 0.12 2 0.12 7 0.42
Oesophagus, stomach and duodenum problems 0 0 1 0.06 1 0.06 2 0.12
Unspecified digestive system diagnostic category 4 0.24 8 0.48 2 0.12 14 0.83
Genito-urinary system
Kidney disease / Renal failure 7 0.42 14 0.83 2 0.12 23 1.37
Unspecified genito-urinary system diagnostic category 3 0.18 3 0.18 2 0.12 8 0.48
Skin disease or disorders
Dystrophic Epidermolysis Bullosa 1 0.06 0 0.00 0 0.00 1 0.06
Lupus Erythematosus 2 0.12 0 0.00 0 0.00 2 0.12
Unspecified skin disease/disorder diagnostic category 2 0.12 0 0.00 1 0.06 3 0.18
Musculo-skeletal system
Absence or loss of extremity 23 1.37 4 0.24 1 0.06 28 1.66
61
Diagnostic Category 1 Diagnostic Category 2 Diagnostic Category 3 Combined
Frequency Percent Frequency Percent Frequency Percent Frequency Percentage  of total
sample (1683)**
Arthritis (other than osteo or rheumatoid) 6 0.36 9 0.53 5 0.30 20 1.19
Arthrogryposis 5 0.30 0 0.00 0 0.00 5 0.30
Back problems 17 1.01 13 0.77 7 0.42 37 2.20
Connective Tissue disorder 3 0.18 0 0.00 0 0.00 3 0.18
Deformities/Malformations 5 0.30 7 0.42 0 0.00 12 0.71
Dwarfism 1 0.06 0 0.00 0 0.00 1 0.06
Hip problems 8 0.48 8 0.48 2 0.12 18 1.07
Knee problems 2 0.12 4 0.24 1 0.06 7 0.42
Osteo-arthritis 2 0.12 12 0.71 2 0.12 16 0.95
Osteodystrophies 1 0.06 1 0.06 0 0.00 2 0.12
Osteomyelitis 0 0.00 0 0.00 0 0.00 0 0.00
Osteoporosis 3 0.18 7 0.42 7 0.42 17 1.01
Other Permanent Injuries 0 0.00 1 0.06 0 0.00 1 0.06
Permanent Injury to upper/lower limb 1 0.06 0 0.00 1 0.06 2 0.12
Rheumatism 1 0.06 0 0.00 0 0.00 1 0.06
Rheumatoid arthritis 30 1.78 7 0.42 4 0.24 41 2.44
Scoliosis/Curvature of spine 2 0.12 1 0.06 0 0 3 0.18
Unspecified musculo-skeletal diagnostic category 21 1.25 10 0.59 4 0.24 35 2.08
Congenital
Chromosomal anomalies 8 0.48 1 0.06 1 0.06 10 0.59
Cleft lip and palate 22 1.31 1 0.06 1 0.06 24 1.43
Other Congenital Anomalies 3 0.18 0 0 0 0 3 0.18
Unspecified congenital diagnostic category 8 0.48 1 0.06 0 0 9 0.53
Other
Disfluency 2 0.12 0 0.00 0 0 2 0.12
Dyslexia 1 0.06 4 0.24 0 0 5 0.30
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Diagnostic Category 1 Diagnostic Category 2 Diagnostic Category 3 Combined
Frequency Percent Frequency Percent Frequency Percent Frequency Percentage  of total
sample (1683)**
Dysphasia 0 0 0 0.00 0 0 0 0.00
Dyspraxia 34 2.02 4 0.24 0 0 38 2.26
Language Problems 0 0 2 0.12 0 0 2 0.12
Specific speech and language disorder 178 10.58 15 0.89 7 0.42 200 11.88
Speech Problems 2 0.12 0 0 0 0 2 0.12
Unspecified speech and language disorder 1 0.06 0 0 0 0 1 0.06
Attention Deficit Disorder 2 0.12 2 0.12 1 0.06 5 0.30
Autistic Spectrum Disorder 3 0.18 1 0.06 0 0 4 0.24
Dementia 1 0.06 0 0 0 0 1 0.06
Depression 0 0.00 2 0.12 2 0.12 4 0.24
Schizophrenia 1 0.06 0 0 0 0 1 0.06
Tourette’s Syndrome 0 0 0 0 1 0.06 1 0.06
Unspecified Mental Illness 0 0.00 1 0.06 1 0.06 2 0.12
Intellectual Disability 4 0.24 8 0.48 0 0 12 0.71
Developmental Delay 1 0.06 1 0.06 0 0 2 0.12
To be clarified 13 0.77 8 0.48 5 0.30 26 1.54
Total of Diagnostic Categories Specified 1683 100.00 503 29.89 156 9.27 2342* *
Not Applicable 0 0.00 1180 70.11 1527 90.73 2707* *
Total 1683 100.00 1683 100.00 1683 100.00 5049* *
* As people could indicate up to 3 Diagnostic Categories,
 the total of the combined diagnostic categories
exceeds the number of people in the data set and the
percentages listed in the final column will not add to 100.
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THERAPEUTIC INTERVENTION AND REHABILITATION SERVICES
Current Therapeutic Intervention and Rehabilitation Services
The numbers of people currently availing of Therapeutic Intervention and Rehabilitation Services are
listed in Table 3.10. The most commonly received Therapeutic Intervention and Rehabilitation Services
are Physiotherapy (23.5%), Public Health Nursing (22.5%) and Speech and Language Therapy (20.7%).
Table 3.10: Current Therapeutic Intervention and Rehabilitation Services
(Number and Percent of Total Sample)
N % of Total (1683)
Physiotherapist 396 23.5
Occupational Therapist 261 15.5
Speech/Language Therapist 348 20.7
Social Worker 188 11.2
Family Support Worker 54 3.2
Psychologist 198 11.8
Peer Counsellor 9 0.5
Mobility/Rehabilitation worker for the blind 36 2.1
Community Resource Worker 87 5.2
Gait Analysis Service 30 1.8
Customised Seating Service 112 6.7
Twilight Nurse 5 0.3
Public Health Nurse 379 22.5
Continence Advisor 68 4.0
Assistive Technology / Client Technical Service 71 4.2
Other Treatment and Rehabilitation Service (1) 228 13.6
Other Treatment and Rehabilitation Service (2) 61 3.6
Therapeutic Intervention and Rehabilitation Services: Assessment Required.
The numbers of assessments required for each Therapeutic Intervention and Rehabilitation Service are
recorded in Table 3.11. The three most common Therapeutic Intervention and Rehabilitation Services
that clients required an assessment for were Occupational Therapy (19.3%), Physiotherapy (16.9%) and
Psychology (10.8%).
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Table 3.11: Therapeutic Intervention and Rehabilitation Services: Assessment Required
(Number and Percent of Total Sample)
N % of Total (1683)
Physiotherapist 285 16.9
Occupational Therapist 324 19.3
Speech/Language Therapist 124 7.4
Social Worker 100 5.9
Family Support Worker 97 5.8
Psychologist 181 10.8
Peer Counsellor 70 4.2
Mobility/Rehabilitation worker for the blind 26 1.5
Community Resource Worker 85 5.1
Gait Analysis Service 76 4.5
Customised Seating Service 81 4.8
Twilight Nurse 22 1.3
Public Health Nurse 82 4.9
Continence Advisor 66 3.9
Assistive Technology / Client Technical Service 129 7.7
Other Treatment and Rehabilitation Service (1) 78 4.6
Other Treatment and Rehabilitation Service (2) 33 2.0
Future Therapeutic Intervention and Rehabilitation Services
Table 3.12 lists the numbers already assessed and waitlisted for each service over the next 5 years. The
most required Therapeutic Intervention and Rehabilitation Services are Speech and Language Therapy
(7.90%), Physiotherapy (3.03%) and Psychology (2.50%).
The content of the Therapeutic Intervention and Rehabilitation Services section has been slightly
amended and re-organised for national implementation based on feedback from Phase 1 Implementation.
The list of Therapeutic Intervention and Rehabilitation Services that are included on the national data
form are listed in Appendix 6.
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Table 3.12: Future Therapeutic Intervention and Rehabilitation Services (Having been assessed) and Year Required
(Numbers and Percent of Total (i.e. 1683)
Required Year
2001 2002 2003 2004 2005 2006 To be clarified
N % N % N % N % N % N % N % N %
Physiotherapist 51 3.03 47 2.79 1 0.06 0 0.00 0 0.00 1 0.06 1 0.06 1 0.06
Occupational Therapist 34 2.02 32 1.90 0 0.00 0 0.00 1 0.06 0 0.00 0 0.00 1 0.06
Speech/Language Therapist 133 7.90 130 7.72 2 0.12 0 0.00 0 0.00 0 0.00 1 0.06 0 0.00
Social Worker 9 0.53 9 0.53 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Family Support Worker 3 0.18 3 0.18 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Psychologist 42 2.50 38 2.26 2 0.12 2 0.12 0 0.00 0 0.00 0 0.00 0 0.00
Peer Counsellor 1 0.06 1 0.06 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Mobility/Rehabilitation worker for the blind 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Community Resource Worker 5 0.30 5 0.30 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Gait Analysis Service 1 0.06 1 0.06 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Customised Seating Service 10 0.59 8 0.48 0 0.00 1 0.06 0 0.00 0 0.00 0 0.00 1 0.06
Twilight Nurse 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Public Health Nurse 12 0.71 9 0.53 3 0.18 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Continence Advisor 2 0.12 1 0.06 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00 1 0.06
Assistive Technology / Client Technical Service 13 0.77 12 0.71 1 0.06 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Other Treatment and Rehabilitation Service (1) 4 0.24 3 0.18 1 0.06 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Other Treatment and Rehabilitation Service (2) 1 0.06 1 0.06 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
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PERSONAL ASSISTANCE AND SUPPORT SERVICES
Current Personal Assistance and Support Services
Table 3.13 documents the number of people who have indicated that they are currently in receipt of a
Personal Assistance and Support Service. The three most commonly received Personal Assistance and
Support Services are a Personal Assistant Service (8.23%), a Home Help Service (8.1%), and a Homecare
Assistant Service (2.7%).
Table 3.13: Current Personal Assistance and Support Services
(Numbers and Percent of Total Sample)
N % of Total (1683)
Personal Assistant 139 8.2
Home Help 137 8.1
Homecare Assistant 46 2.7
Home Visiting Service 35 2.1
Communication Assistant Service 1 0.1
Sign Language Interpreter 34 2.0
Speed Text 5 0.3
Lip Speaking 4 0.2
Guide Dog Service 1 0.1
Personal Reader 2 0.1
Library Support (Tape) 38 2.3
Library Support (Braille) 1 0.1
Library Support (Large Print) 11 0.7
Sighted Guide 3 0.2
Other Personal Support Service (1) 8 0.5
Other Personal Support Service (2) 0 0.0
Future Personal Assistance and Support Services
Table 3.14 reports the numbers indicated as requiring each of the Personal Assistance and Support
Services. The Personal Assistance and Support Services most often cited as being required were the
Personal Assistant Service (18.36%), the Home Help Service (10.28%) and the Homecare Assistant
Service (9.92%). It is important to note that these services may not have been assessed for, and when
assessed this may not translate into a requirement. For national implementation, the response options
have been altered to allow the form to reflect whether a service has been assessed for or not. This will
allow for a better indicator of need. Furthermore, the level of need recorded for a personal assistant
service may be over-estimated, as Phase 1 Feedback indicated that in some instances a classroom assistant
was considered a personal assistant. This has been clarified for National Implementation. A Personal
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Assistant is employed by the person with a disability to enable them to live an independent life. The
personal assistant provides assistance at the discretion and direction of the person with the disability thus
promoting choice and control for the person with the disability to live independently. A Personal Assistant
does not refer to classroom assistants or home help.
The content of the Personal Assistance and Support Services section has been slightly amended and re-
organised for national implementation based on feedback from Phase 1 Implementation. The list of
Personal Assistance and Support Services that are included on the national data form are listed in
Appendix 6.
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Table 3.14: Future Personal Assistance and Support Services and Year Required
(Numbers and Percent of Total Sample (1683))
Required YEAR
2001 2002 2003 2004 2005 2006 To be clarified
N % N % N % N % N % N % N % N %
Personal Assistant a 309 18.36 - - - - - - - - - - - - - -
Home Help 173 10.28 98 5.82 25 1.49 14 0.83 13 0.77 13 0.77 9 0.53 1 0.06
Homecare Assistant 167 9.92 97 5.76 32 1.90 15 0.89 11 0.65 7 0.42 5 0.30 0 0.00
Home Visiting Service 75 4.46 58 3.45 9 0.53 3 0.18 1 0.06 2 0.12 1 0.06 1 0.06
Communication Assistant Service 38 2.26 28 1.66 3 0.18 1 0.06 0 0.00 4 0.24 2 0.12 0 0.00
Sign Language Interpreter 57 3.39 46 2.73 6 0.36 2 0.12 1 0.06 0 0.00 1 0.06 1 0.06
Speed Text 56 3.33 35 2.08 12 0.71 3 0.18 1 0.06 1 0.06 3 0.18 1 0.06
Lip Speaking 24 1.43 13 0.77 3 0.18 3 0.18 0 0.00 1 0.06 3 0.18 1 0.06
Guide Dog Service 10 0.59 5 0.30 4 0.24 1 0.06 0 0.00 0 0.00 0 0.00 0 0.00
Personal Reader 19 1.13 10 0.59 4 0.24 2 0.12 2 0.12 0 0.00 1 0.06 0 0.00
Library Support (Tape) 39 2.32 32 1.90 4 0.24 2 0.12 0 0.00 1 0.06 0 0.00 0 0.00
Library Support (Braille) 4 0.24 3 0.18 1 0.06 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Library Support (Large Print) 44 2.61 31 1.84 5 0.30 4 0.24 0 0.00 2 0.12 1 0.06 1 0.06
Sighted Guide 9 0.53 1 0.06 2 0.12 3 0.18 1 0.06 0 0.00 1 0.06 1 0.06
Other Personal Support Service (1) 31 1.84 22 1.31 6 0.36 0 0.00 1 0.06 0 0.00 2 0.12 0 0.00
Other Personal Support Service (2) 5 0.30 0 0.00 5 0.30 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
a During Phase 1, the questions regarding a Personal Assistant Service were not structured to give a direct year for each indication of a need for a personal assistant. Therefore, this information is not
recorded in this table. The data form for national implementation has been restructured to ensure that this information is available.
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RESPITE SERVICES
Current Respite Services
The type and numbers of Respite Services received by clients on the database are recorded in Table 3.15.
The most commonly availed of Respite Services are Summer Camps (Day) (3.6%), Planned Residential
Respite with High Support (2.8%), and Holiday Respite Placement (2.3%).
Table 3.15: Current Respite Services
(Numbers and Percent of Total Sample)
N % of Total (1683)
Planned Residential Respite with High Support 47 2.8
Planned Residential Respite with Low Support 17 1.0
Planned Homebased Respite 5 0.3
Summer Camp (Residential) 24 1.4
Summer Camp (Day) 61 3.6
Breakaway and Befriending Scheme 15 0.9
Holiday Respite Placement 38 2.3
Other Respite Service (1) 18 1.1
Other Respite Service (2) 2 0.1
Emergency Respite Services
Twenty-two people (1.3%) used a total of 573 days of Emergency Residential Respite with High Support
during the previous 12 months, an average of 26 days per person who availed of this type of emergency
respite service. Four people (0.2%) used a total of 314 days of Emergency Residential Respite with Low
Support in the previous 12 months, an average of 78.5 days per person who availed of this type of
emergency respite service. No-one used emergency home based respite. The breakdown of the number of
days used for each emergency respite service is recorded in Table 3.16.
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Table 3.16: Emergency Respite Services
No. of days How many? Total of days
2 2 4
4 2 8
5 1 5
7 3 21
9 2 18
10 1 10
12 1 12
14 3 42
15 1 15
21 2 42
31 1 31
70 1 70
85 1 85
Emergency Residential Respite
with High Support
210 1 210
Total 22 573
6 1 6
10 1 10
28 1 28
270 1 270
Emergency Residential Respite
with Low Support
4 314
Emergency Homebased Respite _ _ _
Future Respite Services
Table 3.17 reports the numbers indicated as requiring each of the Respite Services. The Respite Services
most frequently cited as being required were Summer Camp (Day) (13.13%), Holiday Respite Placement
(10.70%), and Summer Camp (Residential) (8.56%). It is important to note that these services may not
have been assessed for, and when assessed this may not translate into a requirement. For National
Implementation, the response options have been altered to allow the form to reflect whether a service has
been assessed for or not. This will allow for a better indicator of need.
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Table 3.17: Future Respite Services and Year Required
(Numbers and Percent of Total Sample (1683))
REQUIRED YEAR
2001 2002 2003 2004 2005 2006 To be clarified
N % N % N % N % N % N % N % N %
Planned Residential Respite with
High Support
111 6.60 67 3.98 23 1.37 7 0.42 3 0.18 6 0.36 5 0.30 0 0.00
Planned Residential Respite with
Low Support
74 4.40 47 2.79 15 0.89 6 0.36 2 0.12 2 0.12 2 0.12 0 0.00
Planned Home-based Respite 117 6.95 73 4.34 23 1.37 11 0.65 4 0.24 4 0.24 2 0.12 0 0.00
Summer Camp (Residential) 144 8.56 87 5.17 31 1.84 15 0.89 4 0.24 4 0.24 3 0.18 0 0.00
Summer Camp (Day) 221 13.13 146 8.67 47 2.79 17 1.01 6 0.36 4 0.24 1 0.06 0 0.00
Breakaway and Befriending Scheme 97 5.76 63 3.74 20 1.19 6 0.36 3 0.18 4 0.24 1 0.06 0 0.00
Holiday Respite Placement 180 10.70 118 7.01 42 2.50 9 0.53 3 0.18 7 0.42 0 0.00 1 0.06
Other Respite Service (1) 18 1.07 16 0.95 1 0.06 0 0.00 0 0.00 0 0.00 0 0.00 1 0.06
Other Respite Service (2) 3 0.18 2 0.12 1 0.06 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
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DAY SERVICES
Current Day Services
The type and numbers of Day Services received by clients on the database is recorded in Table 3.18. On
the data form used during Phase 1, each client had the opportunity to list up to 5 Day Services currently
in use. However, as no-one indicated a fifth Day Service, this is omitted from Table 3.18 which simply
lists the services indicated in Day Services 1-4 and all the Day Services combined.
726 people (43.14%) indicated that they were not accessing any of the Day Services as listed on the data
form. The majority of services accessed included Mainstream Pre-school, Mainstream Primary School,
Mainstream Secondary School and Full-time Employment. These are not specialised health and personal
social services.
The list of codes for Day Services has been slightly amended and re-organised for national
implementation based on feedback from Phase 1 Implementation. The list of Day Service codes that can
be used on the national data form are documented in Appendix 6.
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Table 3.18: Current Day Services
Day Service 1 Day Service 2 Day Service 3 Day Service 4 Total Percentage of
total sample*
N % N % N % N % N %
None 726 43.14 1638 97.33 1672 99.3 1679 99.8 7398* *
Baby and Toddler Groups
Mainstream baby and toddler group 4 0.24 0 0.00 0 0.00 0 0.00 4 0.24
Specialist baby and toddler group 8 0.48 1 0.06 0 0.00 0 0.00 9 0.53
Pre-schools
Mainstream (without health-related services) pre-school 42 2.50 1 0.06 0 0.00 0 0.00 43 2.55
Mainstream (with health-related services) pre-school 9 0.53 1 0.06 0 0.00 0 0.00 10 0.59
Mainstream (with dedicated class but without health-related services) pre-school 1 0.06 0 0.00 0 0.00 0 0.00 1 0.06
Mainstream (with dedicated class and with health-related services) pre-school 1 0.06 0 0.00 0 0.00 0 0.00 1 0.06
Specialist (physical and sensory disability) pre-school 11 0.65 0 0.00 0 0.00 0 0.00 11 0.65
Specialist (intellectual disability) pre-school 3 0.18 0 0.00 0 0.00 0 0.00 3 0.18
Combined (specialist and mainstream) pre-school 1 0.06 0 0.00 0 0.00 0 0.00 1 0.06
Primary School
Mainstream (without health-related services) primary school 222 13.19 0 0.00 0 0.00 0 0.00 222 13.19
Mainstream (with health-related services) primary school 54 3.21 0 0.00 0 0.00 0 0.00 54 3.21
Mainstream (with dedicated class but without health-related services) primary
school
13 0.77 0 0.00 0 0.00 0 0.00 13 0.77
Mainstream (with dedicated class and with health-related services) primary school 33 1.96 1 0.06 0 0.00 0 0.00 34 2.02
Specialist (intellectual disability) residential primary school 1 0.06 0 0.00 0 0.00 0 0.00 1 0.06
Specialist (physical and sensory disability) residential primary school 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Specialist (intellectual disability) day primary school 20 1.19 0 0.00 0 0.00 0 0.00 20 1.19
Specialist (physical and sensory disability) day primary school 17 1.01 0 0.00 0 0.00 0 0.00 17 1.01
Combined (specialist and mainstream) primary school 3 0.18 0 0.00 0 0.00 0 0.00 3 0.18
Primary School Education provided at home 1 0.06 0 0.00 0 0.00 0 0.00 1 0.06
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Day Service 1 Day Service 2 Day Service 3 Day Service 4 Total Percentage of
total sample*
N % N % N % N % N %
Secondary School
Mainstream (without health-related services) secondary school 71 4.22 2 0.12 0 0.00 0 0.00 73 4.34
Mainstream (with health-related services) secondary school 4 0.24 0 0.00 0 0.00 0 0.00 4 0.24
Mainstream (with dedicated class but without health-related services) secondary
school
1 0.06 0 0.00 0 0.00 0 0.00 1 0.06
Mainstream (with dedicated class and with health-related services) secondary school 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Specialist (intellectual disability) residential secondary school 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Specialist (physical and sensory disability) residential secondary school 5 0.30 0 0.00 0 0.00 0 0.00 5 0.30
Specialist (intellectual disability) day secondary school 6 0.36 0 0.00 0 0.00 0 0.00 6 0.36
Specialist (physical and sensory disability) day secondary school 12 0.71 0 0.00 0 0.00 0 0.00 12 0.71
Combined (specialist and mainstream) secondary school 1 0.06 0 0.00 0 0.00 0 0.00 1 0.06
Secondary school education provided at home 1 0.06 0 0.00 0 0.00 0 0.00 1 0.06
Third level education 15 0.89 1 0.06 0 0.00 0 0.00 16 0.95
Employment Services
Vocational and personal training services (Level I) 7 0.42 1 0.06 0 0.00 0 0.00 8 0.48
Vocational and personal training services (Level II) 5 0.30 0 0.00 0 0.00 0 0.00 5 0.30
Vocational and personal training services (Level III) 5 0.30 0 0.00 0 0.00 0 0.00 5 0.30
Vocational and personal training services (TOPS) 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Sheltered employment 18 1.07 0 0.00 0 0.00 0 0.00 18 1.07
Supported employment 7 0.42 0 0.00 0 0.00 0 0.00 7 0.42
Sheltered work 9 0.53 0 0.00 0 0.00 0 0.00 9 0.53
Supported work 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Part-time open employment/self employment 37 2.20 1 0.06 0 0.00 0 0.00 38 2.26
Full-time open employment/self employment 159 9.45 0 0.00 0 0.00 0 0.00 159 9.45
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Day Service 1 Day Service 2 Day Service 3 Day Service 4 Total Percentage of
total sample*
N % N % N % N % N %
Activation Services
Resource centre for the elderly 5 0.30 0 0.00 0 0.00 0 0.00 5 0.30
Resource centre for people with a learning disability 10 0.59 0 0.00 0 0.00 0 0.00 10 0.59
Resource centre for people with a physical or sensory disability 17 1.01 4 0.24 0 0.00 0 0.00 21 1.25
Social and recreational service (elderly) 11 0.65 2 0.12 0 0.00 0 0.00 13 0.77
Social and recreational service (learning disability) 1 0.06 1 0.06 0 0.00 0 0.00 2 0.12
Social and recreational service (physical and sensory disability) 19 1.13 0 0.00 0 0.00 0 0.00 19 1.13
Rehabilitation service (elderly) 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Rehabilitation service (physical and sensory disability) 21 1.25 4 0.24 0 0.00 0 0.00 25 1.49
Special care unit (learning disability) 1 0.06 0 0.00 0 0.00 0 0.00 1 0.06
Specialised day service for people with head injuries 0 0.00 0 0.00 0 0.00 0 0.00 0 0.00
Other 59 3.51 24 1.43 11 0.7 4 0.2 98 5.82
Clarification Required 6 0.36 1 0.06 0 0.00 0 0.00 7 0.42
Total 1683 100 1683 100 1683 100 1683 100 8415* *
** As people could indicate up to 5 Current Day Services,
 the total of the combined Current Day Services
exceeds the number of people in the data set and the
percentages listed in the final column will not add to 100.
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Future Day Services
1139 people have indicated that they do not require any of the Day Services listed on the data form.  Of
the 544 (32.3%) who indicated a requirement, the most frequently mentioned services included a
Resource Centre for People with a Physical or Sensory Disability (n=81), a Social and Recreational
Service for People with a Physical or Sensory Disability (n=88) and a Rehabilitation Service (n=40) (See
Table 3.19). It is important to note that the need for these services may not have been assessed for. For
national implementation, the fact that only services that have been assessed for and are known to be
definitely required should be indicated in these items has been highlighted in the guidelines for data form
completion.
Contingency Day Services
The figures in Table 3.20 provide information on people who require a Day Service but where there is no
certainty regarding when the actual need will arise. Individuals could indicate two Day Services that fell
into this category. The most frequently specified contingency Day Services were the Social and
Recreational Service (Physical and Sensory Disability) (0.71%), the Resource Centre for People with a
Physical or Sensory Disability (0.65%), and the Specialised Day Service for People with Head Injuries
(0.59%).
The list of codes for Day Services has been slightly amended and re-organised for national
implementation based on feedback from Phase 1 Implementation. The list of Day Service codes that can
be used on the national data form are documented in Appendix 6.
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Table 3.19: Future Day Services and Year Required (Combined)
REQUIRED YEAR
N/A 2001 2002 2003 2004 2005 2006 To be
clarified
None 7720* 7720 0 0 0 0 0 0 0
Baby and Toddler Groups
Mainstream baby and toddler group 4 0 1 1 2 0 0 0 0
Specialist baby and toddler group 7 0 1 4 2 0 0 0 0
Pre-schools
Mainstream (without health-related services) pre-school 20 0 11 2 4 3 0 0 0
Mainstream (with health-related services) pre-school 13 0 7 2 1 3 0 0 0
Mainstream (with dedicated class but without health-related services) pre-school 0 0 0 0 0 0 0 0 0
Mainstream (with dedicated class and with health-related services) pre-school 5 0 3 1 1 0 0 0 0
Specialist (physical and sensory disability) pre-school 10 0 8 0 0 2 0 0 0
Specialist (intellectual disability) pre-school 2 0 2 0 0 0 0 0 0
Combined (specialist and mainstream) pre-school 3 0 2 0 1 0 0 0 0
Primary School
Mainstream (without health-related services) primary school 47 0 16 14 7 4 6 0 0
Mainstream (with health-related services) primary school 37 0 29 7 0 0 1 0 0
Mainstream (with dedicated class but without health-related services) primary school 4 0 2 1 1 0 0 0 0
Mainstream (with dedicated class and with health-related services) primary school 46 0 37 5 1 2 1 0 0
Specialist (intellectual disability) residential primary school 0 0 0 0 0 0 0 0 0
Specialist (physical and sensory disability) residential primary school 1 0 1 0 0 0 0 0 0
Specialist (intellectual disability) day primary school 3 0 2 1 0 0 0 0 0
Specialist (physical and sensory disability) day primary school 6 0 2 0 2 0 1 1 0
Combined (specialist and mainstream) primary school 3 0 1 1 1 0 0 0 0
Primary School Education provided at home 0 0 0 0 0 0 0 0 0
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REQUIRED YEAR
N/A 2001 2002 2003 2004 2005 2006 To be
clarified
Secondary School
Mainstream (without health-related services) secondary school 38 0 6 5 6 11 8 1 1
Mainstream (with health-related services) secondary school 7 0 4 2 0 1 0 0 0
Mainstream (with dedicated class but without health-related services) secondary school 2 0 1 0 1 0 0 0 0
Mainstream (with dedicated class and with health-related services) secondary school 3 0 3 0 0 0 0 0 0
Specialist (intellectual disability) residential secondary school 1 0 0 0 0 0 0 1 0
Specialist (physical and sensory disability) residential secondary school 2 0 0 2 0 0 0 0 0
Specialist (intellectual disability) day secondary school 2 0 0 1 1 0 0 0 0
Specialist (physical and sensory disability) day secondary school 1 0 0 0 1 0 0 0 0
Combined (specialist and mainstream) secondary school 2 0 1 0 0 0 0 1 0
Secondary school education provided at home 0 0 0 0 0 0 0 0 0
Third level education 23 0 7 7 4 3 1 1 0
Employment Services
Vocational and personal training services (Level I) 25 0 16 1 2 2 3 0 1
Vocational and personal training services (Level II) 7 0 3 4 0 0 0 0 0
Vocational and personal training services (Level III) 9 0 5 3 1 0 0 0 0
Vocational and personal training services (TOPS) 4 0 1 2 0 1 0 0 0
Sheltered employment 9 0 3 1 2 1 1 1 0
Supported employment 13 0 5 4 1 1 2 0 0
Sheltered work 4 0 0 1 1 1 0 0 1
Supported work 7 0 3 2 1 1 0 0 0
Part-time open employment/self employment 25 0 14 7 2 0 2 0 0
Full-time open employment/self employment 24 0 13 4 4 2 0 1 0
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REQUIRED YEAR
N/A 2001 2002 2003 2004 2005 2006 To be
clarified
Activation Services
Resource centre for the elderly 1 0 1 0 0 0 0 0 0
Resource centre for people with a learning disability 1 0 1 0 0 0 0 0 0
Resource centre for people with a physical or sensory disability 81 0 65 6 3 2 3 1 1
Social and recreational service (elderly) 2 0 2 0 0 0 0 0 0
Social and recreational service (learning disability) 4 0 3 1 0 0 0 0 0
Social and recreational service (physical and sensory disability) 88 0 67 12 0 4 1 1 3
Rehabilitation service (elderly) 0 0 0 0 0 0 0 0 0
Rehabilitation service (physical and sensory disability) 40 0 35 3 1 1 0 0 0
Special care unit (learning disability) 3 0 1 0 1 0 1 0 0
Specialised day service for people with head injuries 13 0 12 1 0 0 0 0 0
Other 40 14 22 4 0 0 0 0 0
Clarification Required 3 0 1 1 0 1 0 0 0
Total 8415* 7734 420 113 55 46 31 9 7
** As people could indicate up to 5 Required Day Services,
 the total of the combined Required Day Services
exceeds the number of people in the data set.
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Table 3.20: Contingency Day Services
Day Service 1 Day Service 2 Combined
N % N % N Percentage of
Sample
None 1611 95.72 1670 99.23 3281* *
Baby and Toddler Groups
Mainstream baby and toddler group 5 0.30 4 0.24 9 0.53
Specialist baby and toddler group 2 0.12 0 0.00 2 0.12
Pre-schools
Mainstream (without health-related services) pre-school 1 0.06 0 0.00 1 0.06
Mainstream (with health-related services) pre-school 1 0.06 0 0.00 1 0.06
Mainstream (with dedicated class but without health-related services) pre-school 1 0.06 2 0.12 3 0.18
Mainstream (with dedicated class and with health-related services) pre-school 0 0.00 0 0.00 0 0.00
Specialist (physical and sensory disability) pre-school 0 0.00 0 0.00 0 0.00
Specialist (intellectual disability) pre-school 0 0.00 0 0.00 0 0.00
Combined (specialist and mainstream) pre-school 0 0.00 0 0.00 0 0.00
Primary School
Mainstream (without health-related services) primary school 2 0.12 0 0.00 2 0.12
Mainstream (with health-related services) primary school 0 0.00 0 0.00 0 0.00
Mainstream (with dedicated class but without health-related services) primary school 0 0.00 0 0.00 0 0.00
Mainstream (with dedicated class and with health-related services) primary school 0 0.00 0 0.00 0 0.00
Specialist (intellectual disability) residential primary school 0 0.00 0 0.00 0 0.00
Specialist (physical and sensory disability) residential primary school 0 0.00 0 0.00 0 0.00
Specialist (intellectual disability) day primary school 0 0.00 0 0.00 0 0.00
Specialist (physical and sensory disability) day primary school 0 0.00 0 0.00 0 0.00
Combined (specialist and mainstream) primary school 0 0.00 0 0.00 0 0.00
Primary School Education provided at home 0 0.00 0 0.00 0 0.00
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Day Service 1 Day Service 2 Combined
N % N % N Percentage of
Sample
Secondary School
Mainstream (without health-related services) secondary school 1 0.06 0 0.00 1 0.06
Mainstream (with health-related services) secondary school 0 0.00 0 0.00 0 0.00
Mainstream (with dedicated class but without health-related services) secondary school 0 0.00 0 0.00 0 0.00
Mainstream (with dedicated class and with health-related services) secondary school 1 0.06 0 0.00 1 0.06
Specialist (intellectual disability) residential secondary school 0 0.00 0 0.00 0 0.00
Specialist (physical and sensory disability) residential secondary school 0 0.00 0 0.00 0 0.00
Specialist (intellectual disability) day secondary school 1 0.06 0 0.00 1 0.06
Specialist (physical and sensory disability) day secondary school 1 0.06 0 0.00 1 0.06
Combined (specialist and mainstream) secondary school 0 0.00 0 0.00 0 0.00
Secondary school education provided at home 0 0.00 0 0.00 0 0.00
Third level education 3 0.18 0 0.00 3 0.18
Employment Services
Vocational and personal training services (Level I) 4 0.24 0 0.00 4 0.24
Vocational and personal training services (Level II) 0 0.00 0 0.00 0 0.00
Vocational and personal training services (Level III) 0 0.00 0 0.00 0 0.00
Vocational and personal training services (TOPS) 0 0.00 0 0.00 0 0.00
Sheltered employment 3 0.18 0 0.00 3 0.18
Supported employment 1 0.06 0 0.00 1 0.06
Sheltered work 1 0.06 0 0.00 1 0.06
Supported work 2 0.12 1 0.06 3 0.18
Part-time open employment/self employment 2 0.12 0 0.00 2 0.12
Full-time open employment/self employment 0 0.00 0 0.00 0 0.00
Activation Services
Resource centre for the elderly 0 0.00 0 0.00 0 0.00
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Day Service 1 Day Service 2 Combined
N % N % N Percentage of
Sample
Resource centre for people with a learning disability 0 0.00 0 0.00 0 0.00
Resource centre for people with a physical or sensory disability 9 0.53 2 0.12 11 0.65
Social and recreational service (elderly) 0 0.00 0 0.00 0 0.00
Social and recreational service (learning disability) 0 0.00 0 0.00 0 0.00
Social and recreational service (physical and sensory disability) 12 0.71 0 0.00 12 0.71
Rehabilitation service (elderly) 0 0.00 0 0.00 0 0.00
Rehabilitation service (physical and sensory disability) 2 0.12 3 0.18 5 0.30
Special care unit (learning disability) 1 0.06 0 0.00 1 0.06
Specialised day service for people with head injuries 10 0.59 0 0.00 10 0.59
Other 5 0.30 0 0.00 5 0.30
Clarification Required 1 0.06 1 0.06 2 0.12
Total 1683 100.00 1683 100.00 3366* *
** As people could indicate up to 2 Contingency Day Services,
 the total of the combined Contingency Day Services
exceeds the number of people in the data set and the
percentages listed in the final column will not add to 100.
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RESIDENTIAL SERVICES
Current Residential Services
Forty-one people (2.44%) are in receipt of a residential service. Of these, 6 people (0.36%) receive a dedicated
high support with nursing care for people with a physical or sensory disability and 6 people (0.36%) are
resident in a nursing home. This information is recorded in Table 3.21.
Table 3.21: Current Residential Services
(Number and Percent of Total Sample (1683))
Residential Services Currently Received N %
None 1642 97.56
Dedicated high support with nursing care (Elderly) 3 0.18
Dedicated high support with nursing care (Learning Disability) 1 0.06
Dedicated high support with nursing care (Physical and Sensory Disability) 6 0.36
Dedicated high support with nursing care and therapy services (Elderly) 1 0.06
Dedicated high support with nursing care and therapy services (Learning Disability) 0 0.00
Dedicated high support with nursing care and therapy services (Physical and Sensory Disability) 3 0.18
Nursing home 6 0.36
Welfare home 0 0.00
Independent unit in a dedicated complex with high support 1 0.06
Independent unit in a dedicated complex with low support 3 0.18
Independent unit in a dedicated complex with no support 1 0.06
Living in community in agency accommodation with agency support 4 0.24
Specialist unit (e.g. group home for people with brain injury) 2 0.12
Acute general hospital 0 0.00
District/Community hospital 1 0.06
Specialist hospital (e.g. NRH, Cappagh) 2 0.12
Mental health residential facility 1 0.06
Other 5 0.30
Clarification Needed 1 0.06
Total 1683 100.00
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Future Residential Services
Ninety-two people (5.47%) indicated that they required a residential service (See Table 3.22). Sixteen
people (0.95%) required dedicated high support with nursing care and therapy services (physical or
sensory disability), 14 people (0.83%) indicated that they required dedicated high support with nursing
care (physical or sensory disability) and 10 people (0.59%) required an independent unit in a dedicated
complex with low support. It is important to note that the need for these services may not have been
assessed for. For national implementation, the fact that only services that have been assessed for and are
known to be definitely required should be indicated in these items has been highlighted in the guidelines
for data form completion.
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Table 3.22: Future Residential Services and Year Required
REQUIRED YEAR
N % (of 1683) To be clarified 2001 2002 2003 2004 2005 2006
Dedicated high support with nursing care (Elderly) 1 0.06 0 0 0 0 1 0 0
Dedicated high support with nursing care (Intellectual Disability) 2 0.12 0 0 1 0 0 1 0
Dedicated high support with nursing care (Physical or Sensory
Disability)
14 0.83 0 8 4 2 0 0 0
Dedicated high support with nursing care and therapy services (Elderly) 0 0.00 0 0 0 0 0 0 0
Dedicated high support with nursing care and therapy services
(Intellectual Disability)
2 0.12 0 1 0 0 1 0 0
Dedicated high support with nursing care and therapy services
(Physical or Sensory Disability)
16 0.95 2 6 3 3 2 0 0
Nursing Home 2 0.12 0 2 0 0 0 0 0
Welfare Home 0 0.00 0 0 0 0 0 0 0
Independent unit in a dedicated complex with high support 5 0.30 0 2 1 0 0 1 1
Independent unit in a dedicated complex with low support 10 0.59 0 6 2 1 0 0 1
Independent unit in a dedicated complex with no support 0 0.00 0 0 0 0 0 0 0
Living in community in agency accommodation with agency support 1 0.06 0 1 0 0 0 0 0
Specialist unit (eg group home for people with brain injury) 6 0.36 0 5 0 0 0 1 0
Acute general hospital 3 0.18 0 1 2 0 0 0 0
District/community hospital 3 0.18 0 0 1 0 0 1 1
Specialist hospital (e.g. NRH, Cappagh) 3 0.18 0 0 2 0 1 0 0
Mental Health Residential Facility 0 0.00 0 0 0 0 0 0 0
Living independently in community with high support (>10 hrs) 6 0.36 0 3 0 0 0 2 1
Living independently in community with low support (<10 hrs) 7 0.42 1 4 0 1 1 0 0
Living independently in community with no support 2 0.12 2 0 0 0 0 0 0
Living independently in community with house adapted or rehousing 7 0.42 0 6 0 1 0 0 0
Other 2 0.12 0 1 0 0 0 0 1
Total 92 5.47 5 46 16 8 6 6 5
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Contingency Residential Services
The figures in Table 3.23 provide information on people who require a residential service but there is no
certainty regarding when the actual need will arise. Twenty people (1.19%) felt that they would require
dedicated high support with nursing care and therapy services (physical and sensory disability) within the
next five years. Eight people (0.48%) would like to be living independently in the community with high
support (>10 hours) within the next five years.
Table 3.23: Contingency Residential Services
(Numbers and Percent of Total Sample (1683))
N %
None 1608 95.54
Dedicated high support with nursing care (Elderly) 3 0.18
Dedicated high support with nursing care (Learning Disability) 0 0.00
Dedicated high support with nursing care (Physical and Sensory Disability) 7 0.42
Dedicated high support with nursing care and therapy services (Elderly) 0 0.00
Dedicated high support with nursing care and therapy services (Learning Disability) 2 0.12
Dedicated high support with nursing care and therapy services (Physical and Sensory Disability) 20 1.19
Nursing home 5 0.30
Welfare home 0 0.00
Independent unit in a dedicated complex with high support 2 0.12
Independent unit in a dedicated complex with low support 3 0.18
Independent unit in a dedicated complex with no support 0 0.00
Living in community in agency accommodation with agency support 2 0.12
Specialist unit (e.g. group home for people with brain injury) 4 0.24
Acute general hospital 5 0.30
District/Community hospital 3 0.18
Specialist hospital (e.g. NRH, Cappagh) 3 0.18
Mental health residential facility 0 0.00
Living independently in Community with high support (>10 hrs) 8 0.48
Living independently in Community with low support (<10 hrs)
Living independently in community with no support 3 0.18
Living independently in community with house adapted or rehousing 4 0.24
Other 1 0.06
Total 1683 100.00
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TECHNICAL AIDS AND APPLIANCES
Current Technical Aids and Appliances
844 people (50.15%) have at least one Technical Aid and Appliance. Table 3.24 lists the number of
people with each Technical Aid and Appliance and the percentage of the total sample (1683) that this
represents.
Table 3.24: Current Technical Aids and Appliances (Combined)
(Number and Percent of Total Sample)
N % of total
sample
Aids to Mobility
Powered wheelchair 98 5.82
Scooter 9 0.53
Manual specialised wheelchair 94 5.59
Manual regular wheelchair 204 12.12
Special pushchair or buggy 26 1.54
Special bicycle or tricycle 26 1.54
Portable ramps 12 0.71
Rollator 25 1.49
Specialised walkers 43 2.55
Frame/zimmer 56 3.33
Walking sticks / canes / crutches 161 9.57
Guidance canes 8 0.48
Support white stick 4 0.24
Orthotics and Prosthetics
Cervical / lumbar supports 2 0.12
Upper limb orthoses 19 1.13
Upper limb prostheses 10 0.59
Lower limb orthoses 90 5.35
Lower limb prostheses 16 0.95
Orthopaedic footwear (e.g. built up shoe) 49 2.91
Other prosthetic devices 4 0.24
Other orthotic devices 2 0.12
Vision Aids
Information technology for people with a visual impairment:
Special computer equipment 34 2.02
Print/display magnification 15 0.89
Screen reader and voice synthesiser 9 0.53
Scanner 12 0.71
Low Vision Aids
Magnifiers 27 1.60
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N % of total
sample
Close circuit television 17 1.01
Telescopes 12 0.71
Braille equipment
Braille perkins machine 1 0.06
Braille paper 1 0.06
Dymogun 0 0.00
Audible/tactile devices 43 2.55
Writing aids (e.g. writing frame) 3 0.18
Aids to hearing
Personal listening devices (e.g. loop system) 11 0.65
Fax / Telephone devices 65 3.86
Teletext equipment / Caption Readers 26 1.54
Hearing aids 69 4.10
Alerting devices 76 4.52
Videophone 0 0.00
Communication aids
High technology communication devices 10 0.59
Low technology communication devices 9 0.53
Incontinence aids
Neurostimulators 4 0.24
Catheters 34 2.02
Bags / pads 72 4.28
Special furniture and other aids to personal care
Hoists
Powered 48 2.85
Manual 18 1.07
Lifts
Floor through ceiling lifts 2 0.12
Stair Lifts 11 0.65
Special bed or bedding
Powered beds 71 4.22
Manual beds 14 0.83
Pressure relieving beds 9 0.53
Pressure relieving mattresses 47 2.79
Bed accessories (e.g. boards, poles and ladders) 30 1.78
Aids to lying
Various wedges/rolls 6 0.36
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N % of total
sample
SYMMETRISleep 2 0.12
Aids to toiletting
Bidet 0 0.00
Commode 58 3.45
Potty chair 9 0.53
Adapted toilet seats 66 3.92
Toilet surrounds 32 1.90
Aids to bathing
Specialised bath 15 0.89
Powered bath aids (e.g. bathlift) 6 0.36
Manual bath aids (e.g. bath seat) 42 2.50
Shower chairs/ trolley 155 9.21
Grab rails and bars 138 8.20
Aids to sitting
Specialised chairs 74 4.40
Car seats 40 2.38
High chairs for children 3 0.18
Pressure relieving cushions 65 3.86
Wedges 4 0.24
Aids to standing
Parallel bars 10 0.59
Standing frame 28 1.66
Environmental control 0 0.00
Dressing aids 20 1.19
Feeding aids 18 1.07
Kitchen aids 29 1.72
Therapy aids
TENS 9 0.53
Multi-sensory 5 0.30
Exercise equipment (e.g. balls and mats) 18 1.07
Weights 4 0.24
Treatment Table 0 0.00
Heated pads 1 0.06
Muscle Stimulator 2 0.12
Transfer aids
Transfer board 1 0.06
Transfer slings 0 0.00
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N % of total
sample
Respiratory Aids
Nebulizers 32 1.90
Oxygen Concentrators 7 0.42
Inhalers 6 0.36
Suction Machines 5 0.30
Pep Mask 0 0.00
Other
Standard computers for social/educational purposes 4 0.24
Specialised software (e.g. EZ keys software) 1 0.06
Standard computer accessories 2 0.12
Glucometer and associated equipment 56 3.33
Standing stool 0 0.00
Drip Stand 0 0.00
Mobile Phone 0 0.00
Aids for picking up/reaching 1 0.06
Total of Technical Aids and Appliances Specified 2732* *
Clarification Required 35 2.08
Not Applicable 14063* *
TOTAL 16830* *
* As people could indicate up to 10 Current Technical Aids and Appliances,
 the total of the combined Current Technical Aids and Appliances
exceeds the number of people in the data set and the
percentages listed in the final column will not add to 100.
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Future Technical Aids and Appliances
684 people indicated that they required at least one Technical Aid and Appliance. Table 3.25 lists the
Technical Aids and Appliances that were indicated as required and the year in which they need to be
assessed. It is important to note however, that certain technical aids and appliances have certain pathways
of administration and are not necessarily processed through disability services.
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Table 3.25: Future Technical Aids and Appliances and Year to be Assessed.
Total Has the required Technical Aid and Appliance been assessed for?
Required N/A Unclear Yes No
N If no, in what year does the required TAA need to be assessed?
N/A Unclear 2001 2002 2003 2004 2005 2006
Aids to Mobility
Powered wheelchair 70 0 0 21 49 1 0 22 11 8 3 1 3
Scooter 10 0 0 1 9 0 0 6 1 2 0 0 0
Manual specialised wheelchair 26 0 1 5 20 1 0 11 2 4 1 0 1
Manual regular wheelchair 20 0 0 5 15 1 0 4 3 4 2 0 1
Special pushchair or buggy 12 0 0 1 11 1 0 5 3 2 0 0 0
Special bicycle or tricycle 23 0 0 4 19 1 0 9 3 2 2 2 0
Portable ramps 16 0 0 1 15 1 0 9 1 3 1 0 0
Rollator 3 0 0 1 2 0 0 2 0 0 0 0 0
Specialised walkers 24 0 0 1 23 1 0 5 13 2 2 0 0
Frame/zimmer 2 0 0 1 1 0 0 1 0 0 0 0 0
Walking sticks / canes / crutches 23 0 0 1 22 0 0 10 7 1 2 1 1
Guidance canes 5 0 0 0 5 0 0 3 1 0 0 1 0
Support white stick 2 0 0 0 2 0 0 0 1 0 0 1 0
Orthotics and Prosthetics
Cervical / lumbar supports 14 0 0 2 12 0 0 9 1 0 2 0 0
Upper limb orthoses 8 1 0 3 4 0 0 3 1 0 0 0 0
Upper limb prostheses 4 0 0 3 1 0 0 0 1 0 0 0 0
Lower limb orthoses 38 0 0 7 31 1 0 17 12 1 0 0 0
Lower limb prostheses 2 0 0 1 1 0 0 1 0 0 0 0 0
Orthopaedic footwear (e.g. built up shoe) 44 0 0 9 35 1 0 18 14 1 1 0 0
Other prosthetic devices 3 0 0 0 3 0 0 3 0 0 0 0 0
Other orthotic devices 1 0 0 0 1 0 0 1 0 0 0 0 0
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Total Has the required Technical Aid and Appliance been assessed for?
Required N/A Unclear Yes No
N If no, in what year does the required TAA need to be assessed?
N/A Unclear 2001 2002 2003 2004 2005 2006
Vision Aids
Information technology for people with a visual impairment:
Special computer equipment 61 0 0 11 50 4 0 33 10 3 0 0 0
Print/display magnification 22 0 0 3 19 0 0 12 3 4 0 0 0
Screen reader and voice synthesiser 28 0 0 5 23 0 0 19 3 1 0 0 0
Scanner 26 0 0 2 24 1 0 18 4 1 0 0 0
Low Vision Aids
Magnifiers 16 0 0 2 14 0 0 13 0 1 0 0 0
Close circuit television 21 0 0 3 18 2 0 11 4 1 0 0 0
Telescopes 3 0 0 1 2 1 0 1 0 0 0 0 0
Braille equipment
Braille perkins machine 2 0 0 0 2 0 0 1 1 0 0 0 0
Braille paper 2 0 0 0 2 0 0 1 1 0 0 0 0
Dymogun 2 0 0 0 2 0 0 1 1 0 0 0 0
Audible/tactile devices 27 0 0 6 21 1 0 13 6 1 0 0 0
Writing aids (e.g. writing frame) 10 0 0 1 9 0 0 6 1 2 0 0 0
Aids to hearing
Personal listening devices (e.g. loop system) 47 0 0 8 39 0 0 27 11 0 1 0 0
Fax / Telephone devices 55 1 0 10 44 0 0 36 5 3 0 0 0
Teletext equipment / Caption Readers 20 0 0 1 19 0 0 15 2 1 1 0 0
Hearing aids 32 0 0 11 21 0 0 15 4 0 0 1 1
Alerting devices 126 0 0 30 96 0 0 77 17 0 0 1 1
Videophone 1 0 0 0 1 1 0 0 0 0 0 0 0
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Total Has the required Technical Aid and Appliance been assessed for?
Required N/A Unclear Yes No
N If no, in what year does the required TAA need to be assessed?
N/A Unclear 2001 2002 2003 2004 2005 2006
Communication aids
High technology communication devices 43 0 0 1 42 1 0 27 13 0 0 0 1
Low technology communication devices 19 0 0 3 16 2 1 10 3 0 0 0 0
Incontinence aids
Neurostimulators 2 0 0 0 2 0 0 1 1 0 0 0 0
Catheters 3 0 0 0 3 0 0 2 1 0 0 0 0
Bags / pads 18 0 0 4 14 0 0 10 3 1 0 0 0
Special furniture and other aids to personal care
Hoists
Powered 31 0 0 5 26 1 0 11 5 5 3 1 0
Manual 6 0 0 2 4 0 0 2 1 0 0 0 1
Lifts
Floor through ceiling lifts 1 0 0 1 0 0 0 0 0 0 0 0 0
Stair Lifts 14 0 0 1 13 0 0 8 3 1 0 0 1
Special bed or bedding
Powered beds 40 0 0 6 34 0 0 24 6 3 0 1 0
Manual beds 15 2 0 1 12 0 0 10 1 0 0 1 0
Pressure relieving beds 9 0 0 1 8 0 0 5 2 1 0 0 0
Pressure relieving mattresses 35 2 0 2 31 1 0 19 5 5 0 1 0
Bed accessories (e.g. boards, poles and ladders) 15 0 0 1 14 0 0 8 3 2 0 1 0
Aids to lying
Various wedges/rolls 11 0 0 1 10 0 0 6 2 0 1 0 1
SYMMETRISleep 4 0 0 2 2 0 0 1 1 0 0 0 0
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Total Has the required Technical Aid and Appliance been assessed for?
Required N/A Unclear Yes No
N If no, in what year does the required TAA need to be assessed?
N/A Unclear 2001 2002 2003 2004 2005 2006
Aids to toiletting
Bidet 0 0 0 0 0 0 0 0 0 0 0 0 0
Commode 5 0 0 1 4 0 0 3 1 0 0 0 0
Potty chair 15 0 0 1 14 0 0 3 7 4 0 0 0
Adapted toilet seats 31 0 0 6 25 0 0 19 4 0 1 0 1
Toilet surrounds 21 0 0 3 18 0 0 13 3 2 0 0 0
Aids to bathing
Specialised bath 24 0 0 3 21 2 1 14 3 1 0 0 0
Powered bath aids (e.g. bathlift) 22 0 0 3 19 1 0 12 5 1 0 0 0
Manual bath aids (e.g. bath seat) 35 1 0 2 32 0 0 26 6 0 0 0 0
Shower chairs/ trolley 108 1 0 14 93 5 0 64 13 5 4 2 0
Grab rails and bars 116 2 0 12 102 5 0 72 13 4 4 3 1
Aids to sitting
Specialised chairs 61 0 0 8 53 0 0 36 12 3 1 1 0
Car seats 29 0 0 2 27 0 0 16 7 3 1 0 0
High chairs for children 5 0 0 1 4 0 0 3 1 0 0 0 0
Pressure relieving cushions 38 0 0 2 36 0 0 27 6 1 0 1 1
Wedges 7 0 0 0 7 0 0 7 0 0 0 0 0
Aids to standing
Parallel bars 4 0 0 0 4 0 0 2 0 1 0 0 1
Standing frame 24 0 0 3 21 1 0 9 7 2 2 0 0
Environmental control 2 0 0 0 2 0 0 1 0 0 0 1 0
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Total Has the required Technical Aid and Appliance been assessed for?
Required N/A Unclear Yes No
N If no, in what year does the required TAA need to be assessed?
N/A Unclear 2001 2002 2003 2004 2005 2006
Dressing aids 14 0 0 1 13 0 0 9 4 0 0 0 0
Feeding aids 13 0 0 3 10 0 0 7 3 0 0 0 0
Kitchen aids 35 1 0 5 29 1 0 20 7 0 0 1 0
Therapy aids
TENS 8 0 0 2 6 0 0 5 1 0 0 0 0
Multi-sensory 7 0 0 1 6 1 0 1 3 1 0 0 0
Exercise equipment (e.g. balls and mats) 39 1 0 1 37 2 0 17 15 2 1 0 0
Weights 6 0 0 0 6 0 0 4 2 0 0 0 0
Treatment Table 0 0 0 0 0 0 0 0 0 0 0 0 0
Heated pads 0 0 0 0 0 0 0 0 0 0 0 0 0
Muscle Stimulator 1 0 0 0 1 0 0 1 0 0 0 0 0
Transfer aids
Transfer board 0 0 0 0 0 0 0 0 0 0 0 0 0
Transfer slings 0 0 0 0 0 0 0 0 0 0 0 0 0
Respiratory Aids
Nebulizers 5 0 0 0 5 1 0 2 1 1 0 0 0
Oxygen Concentrators 0 0 0 0 0 0 0 0 0 0 0 0 0
Inhalers 2 0 0 0 2 1 0 1 0 0 0 0 0
Suction Machines 0 0 0 0 0 0 0 0 0 0 0 0 0
Pep Mask 0 0 0 0 0 0 0 0 0 0 0 0 0
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Total Has the required Technical Aid and Appliance been assessed for?
Required N/A Unclear Yes No
N If no, in what year does the required TAA need to be assessed?
N/A Unclear 2001 2002 2003 2004 2005 2006
Other
Standard computers for social/educational purposes 6 0 0 2 4 0 0 3 0 1 0 0 0
Specialised software (e.g. EZ keys software) 12 0 0 1 11 1 0 8 2 0 0 0 0
Standard computer accessories 0 0 0 0 0 0 0 0 0 0 0 0 0
Glucometer and associated equipment 2 0 0 1 1 0 0 1 0 0 0 0 0
Standing stool 1 0 0 0 1 0 0 0 1 0 0 0 0
Drip Stand 1 0 0 0 1 1 0 0 0 0 0 0 0
Mobile Phone 0 0 0 0 0 0 0 0 0 0 0 0 0
Aids for picking up/reaching 0 0 0 0 0 0 0 0 0 0 0 0 0
Total of Technical Aids and Appliances Specified 1816* 12 1 270 1533 46 2 988 325 98 36 22 16
Clarification Required 16 0 0 3 13 1 0 11 1 0 0 0 0
Not Applicable 14998* 14987* 2 9 _ _ _ _ _ _ _ _ _
TOTAL 16830* 14999* 3 282 1546 47 2 999 326 98 36 22 16
* As people could indicate up to 10 Future Technical Aids and Appliances,
 the total of the combined Future Technical Aids and Appliances
exceeds the number of people in the data set.
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CHAPTER 4: CONCLUDING COMMENTS
This report has documented the detailed proposals and recommendations for the implementation of a
National Physical and Sensory Disability Database that have evolved through a detailed, discursive,
evaluative and collaborative process with the health boards, voluntary agencies, Health Research Board and
the Department of Health and Children. The introduction of the database will meet one of the key
recommendations of the Report of the Review Group on Health and Personal Social Services for People
with a Physical or Sensory Disability ‘Towards an Independent Future’. It also follows on the success of the
National Intellectual Disability Database, which has triggered a significant increase in Government funding
for intellectual disability.
The National Physical and Sensory Disability Database is being established to ensure that information is
available to enable the Department of Health and Children, the health boards and voluntary agencies to
provide appropriate services designed to meet the changing needs of the population of people with a
physical or sensory disability. The database is intended to provide a comprehensive and accurate
information base for decision-making in relation to the planning, funding and management of services for
people with a physical or sensory disability, and for the first time, setting priorities based on an objective
evaluation of the needs of the population receiving or requiring physical and sensory disability services.
The analyses in Chapter 3 are only a basic indication of what information can be gleaned from the database.
However, they are sufficient to outline the myriad of potential uses of the information from the National
Physical and Sensory Disability Database after it has been implemented nationally. These uses include the
following:
 To improve the accuracy of data available to health boards and voluntary agencies. Data from the
regional databases will enable more sophisticated service planning at health board level and will promote
the more effective co-ordination of local services.
 To assess the level of current service provision. Information from the database will enable the
evaluation of the number of people availing of therapeutic intervention and rehabilitation, personal
assistance and support, respite, day and residential services.
 To enable the current needs of people with a physical or sensory disability to be assessed more
accurately. Information from the database will answer how many people are waiting for services, what
services they are waiting for and when they need the service.
 To identify deficits and gaps in existing services and to look at the database information and assess the
needs of people in the short and medium term (within five years of completing the form)
 To monitor changes in the profile of people with a physical or sensory disability who are receiving or
requiring a specialised health and personal social service. Such information is crucial in terms of
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planning services. For example, a changing age structure would have implications for service planning.
High prevalence rates among young adults would mean the pressure on adult services would increase.
 To support planning for the future development of appropriate services for people with a physical or
sensory disability to meet emerging needs.
 To monitor and evaluate changes in the provision of care and the assessment of need.  This will allow
for greater accountability.
 To attract and secure additional funding and subsequently to deploy resources appropriately.
To achieve these objectives, it is important that everyone who is eligible for inclusion onto the database is
encouraged to participate. The co-operation of all interested parties is crucial in terms of ensuring that
complete data emerges and that as many people as possible have the opportunity to participate in the
compilation of the regional and national data sets. It is incredibly important to raise the awareness of the
database and for all interested parties to take ownership of the database and to be proactive in its
development.
The availability of accurate information on the specialised health and personal social services being provided
and on the need for additional services is crucial and such information will add a new dimension to the
planning and development of specialised health and personal social services for persons with a physical or
sensory disability. For the Department of Health and Children, it will be the definitive database for
providing the information necessary for appropriate planning. For the statutory and voluntary agencies, it
will be an essential planning tool. Furthermore, it is envisaged that it will strengthen efforts in securing
increased financial assistance and ultimately will improve services for their clients. For people with a physical
or sensory disability, it will represent recognition of their needs.
Overall, the anticipated general outcome is the provision of more appropriate care through improved
service planning.
100
REFERENCES
ICIDH-2: International Classification of Functioning, Disability and Health. Final Draft, Full Version. Geneva,
World Health Organisation, 2001.
ICD-10: International Statistical Classification of Diseases and Related Health Problems. Tenth Edition. World Health
Organisation, 1992.
International Organisation for Standardisation (1998) Technical Aids for Disabled Persons Classification (ISO
9999).
Kiernan, J. (2000). Painting our Picture: A Guide to the Disability Federation of Ireland Affiliated Organisations for
People with Physical or Sensory Disabilities or with Mental Health Problems.  Disability Federation Ireland, Dublin,
Ireland.
Martin, J. Meltzer, H., and Elliot, D. ( The Prevalence of Disability among Adults. OPCS Surveys of Disability in
Great Britain. Report 1. Office of Population Censuses and Surveys, Social Survey Division. HMSO, London.
National Advisory Committee on Training and Employment. Steering Group on Sheltered and Supported
Work and Employment (1997) Employment Challenges for the Millennium: A Strategy for Employment for People with
Disabilities in Sheltered and Supported Work and Employment - Report of the NACTE Steering Group on Sheltered and
Supported Work and Employment. National Rehabilitation Board, Dublin, Ireland.
Review Group on Specialised Health and Personal Social Services for People with Physical and Sensory
Disabilities (1996) Towards an Independent Future: Report of the Review Group on Specialised Health and Personal Social
Services for People with Physical and Sensory Disabilities. Stationery Office, Dublin, Ireland..
WeeFIM SystemSM Clinical Guide Version 5.01 University at Buffalo, Buffalo NY; 2000.
101
APPENDIX 1
TERMS OF REFERENCE OF THE NATIONAL PHYSICAL AND SENSORY
DISABILITY DATABASE DEVELOPMENT COMMITTEE
The remit of the Development Committee was to prepare detailed proposals for the development of a
National Physical and Sensory Disability Database and to make recommendations for the content of regional
datasets on the Specialised Health and Personal Social Service Needs of persons with physical and sensory
disabilities in line with the recommendations of the Report of the Review Group on Health and Personal
Social Services for People with Physical and Sensory Disabilities “Towards an Independent Future” and
having regard to the Data Protection Act (1988) and the Freedom of Information Act ( ).
The specific terms of reference of the National Physical and Sensory Disability Database Development
Committee included:
1. Clear definition of need for a database;
2. Clear criteria for the registration of clients having regard to the definitions of disability as set out in the
report of the Review Group;
3. Clear criteria and procedures for removing clients from the database;
4. Specified data required at national level and recommendations for data required at local and regional
level;
5. Specified procedures for the collection of data in a standardised manner to ensure cross-regional
comparability;
6. Specified procedures to enable changing needs and future needs of clients to be met;
7. Specified systems to be put in place to audit the quality and accuracy of the data;
8. Recommended nature and level of responsibility for the operation of the database at local, regional and
national level;
9. Specified software requirements as appropriate;
10. Technical and financial resource requirements.
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APPENDIX 2
MEMBERSHIP OF SUBCOMMITTEES
Health Service Requirements Subcommittee
Marcella Luz – Department of Health and Children
Pamela Gallagher – Health Research Board
Mary Fox – North Eastern Health Board
Theresa Compagno - Enable Ireland
Orla Ni Ghabhlain – National Association for Deaf People
Ann Kennelly – South Eastern Health Board
Registration Subcommittee
John Cronin – Department of Health and Children
Pamela Gallagher – Health Research Board
Michael Shemeld – Multiple Sclerosis Society of Ireland
Anna Clarke – Eastern Regional Health Authority
Tim Jackson – Southern Health Board
Mary Culliton – Midland Health Board
Fionnuala O'Donovan – National Council for the Blind Ireland
Field Definition
John Cronin – Department of Health and Children
Pamela Gallagher – Health Research Board
Fiona Mulvany – Health Research Board
Michael Shemeld – Multiple Sclerosis Society of Ireland
Mary Fox – North Eastern Health Board
Anna Clarke – Eastern Regional Health Authority
Ann Kennelly – South Eastern Health Board
Tim Jackson – Southern Health Board
Libby Kinneen – Western Health Board
Awareness Subcommittee
John Cronin – Department of Health and Children
Pamela Gallagher – Health Research Board
Mary Fox – North Eastern Health Board
Louise Doherty – North Western Health Board
Mary Culliton – Midland Health Board
Joe Mooney – Independent Living Community Services
Orla Ni Ghabhlain – National Association for Deaf People
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Phase 1 Implementation Subcommittee
Mary O’Reilly–replaced John Cronin – Department of Health and Children
Kevin Hogan – Department of Health and Children
Pamela Gallagher – Health Research Board
Fiona Mulvany – Health Research Board
Michael Shemeld – Multiple Sclerosis Society of Ireland
James O'Grady – Mid Western Health Board
Leo Kinsella replaced Mary Fox – North Eastern Health Board
Emma Benton – North Eastern Health Board
Gerard McCartney – North Eastern Health Board
Regina Buckley – South Western Area Health Board replaced Anna Clarke - Eastern Regional Health Authority
Yvonne Gilligan – South Western Area Health Board
Suha Kersh – South Western Area Health Board
Ann Kennelly – South Eastern Health Board
Winifred Ryan – South Eastern Health Board
Jackie Purcell – South Eastern Health Board
Libby Kinneen – Western Health Board
Eileen Nolan – Western Health Board
Claire Lynch – Western Health Board
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APPENDIX 3
PHASE 1 IMPLEMENTATION EVALUATION PROCEDURES
These are the detailed evaluation procedures that were implemented during Phase 1 Implementation to
ensure that all the recommendations made by the National Physical and Sensory Disability Database
Development Committee would be capable of being implemented in an integrated, structured and
successful manner throughout the country.
STAGE 1 EVALUATION PROTOCOLS
To evaluate the procedures involved in Client and Key-worker Identification
1. As key-workers were identified and allocated to clients for data collection, the Database
Administrator/Resource Officer gave them their evaluation form for Stage 1. Each key-worker
completed the key-worker evaluation form for Stage 1 and returned it to the Database
Administrator/Resource Officer by a specified date.
2. The Database Administrator/Resource Officer collated this information.
3. The Database Administrator/Resource Officer completed their own Stage 1 Evaluation.
4. The Database Administrator/Resource Officer conducted debriefing sessions with a sample of key-
workers to expand on the specific issues raised and to discuss solutions.
5. Having undertaken steps 1-4, the Database Administrator/ Resource Officer completed the overall
evaluation sheet for Stage 1 and returned it to the Health Research Board by a specified date. This
overall evaluation sheet for Stage 1 contained the information collected during steps 1-4.
6. The Health Research Board collated evaluative feedback from each of the Phase 1 Areas.
7. The Database Administrators and Resource Officers from each Phase 1 Area met collectively with the
Health Research Board to discuss issues arising in Phase 1 Areas as recorded in each health board’s
evaluation and to identify appropriate means of dealing with them.
Areas evaluated by Key-workers, Database Administrators and Resource Officers for Stage 1
 Issues arising in the allocation of clients
 Ambiguous issues with regard to Registration Criteria
 Number of people inappropriately registered onto the database
 Description of how/ who may have been inappropriately registered
 The number of people excluded as a result of screening
 Issues arising in screening
 Issues in arranging interview
 Number of people refusing to have their information put on computer
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Additional areas evaluated by Database Administrators and Resource Officers for Stage 1
 Difficulties in identifying sources of clients names
 Difficulties in acquiring names from professionals in the health board
 Issues in reviewing allowance records
 Reaction to letter to obtain client’s consent to go on a Master List
 Feedback on Information Leaflet
 Number of people refusing to allow a voluntary agency to put their name on a Master List and their
reasons
 Number of people who identified themselves via press release and general awareness campaign
 Number of people on initial register
 Number of duplications
 Number of potential key-workers identified
 Issues in the allocation of clients to key-workers
 Issues in the allocation of clients (not known to anyone) to key-workers
 Number of key-workers identified to administer Data Form
 Number of key-workers from health board
 Number of key-workers from voluntary agencies
 Number of key-workers from agencies other than health board or voluntary agencies
 Number of key-workers from each type of profession
 Duration of client and key-worker identification
 Technical difficulties in developing and maintaining master list
STAGE 2 EVALUATION PROTOCOLS
To evaluate the appropriateness of training module in data collection
1. Key-workers completed the Training Session Evaluation Form, which was distributed by the Database
Administrator/Resource Officer immediately after the training Session in data collection.
2. The Database Administrator/Resource Officer collated information elicited from this Training Session
Evaluation Form completed by key-workers.
3. Subsequently, each key-worker completed the key-worker evaluation form for Stage 2 after
administering 2 or 3 data forms and returned it to the Database Administrator/Resource Officer by a
specified date. Each key-worker was given this evaluation form for Stage 2 by the Database
Administrator/Resource Officer during their ‘Data Collection Training Session’.
4. The Database Administrator/Resource Officer collated the above key-worker information.
5. The Database Administrator/Resource Officer completed their own evaluation form for Stage 2.
6. The Database Administrator and Resource Officer conducted debriefing sessions with a sample of key-
workers to expand on the issues raised and to discuss solutions.
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7. Having completed steps 1-6, the Database Administrator/ Resource Officer completed the overall
evaluation sheet for Stage 2 and returned it to the Health Research Board by a specified date. This
overall evaluation sheet for Stage 2 contained the information collected during steps 1-6.
8. The Health Research Board collated evaluative feedback from each of the Phase 1 Areas.
9. Database Administrators and Resource Officers from each Phase 1 Area met collectively with the
Health Research Board to discuss the issues arising in Phase 1 Areas as recorded in each health board’s
evaluation and to identify appropriate means of dealing with them.
Areas evaluated by Key-workers, Database Administrators and Resource Officers for Stage 2
 Guidelines (clarity, usefulness, general comments)
 Protocols (clarity, usefulness, general comments)
 Having administered initial data forms, what components need to be added or omitted from the
Training Module on Data Collection and the reasons why.
 Suggestions with regard to what other help/support could be provided to facilitate data collection and
why.
Additional areas of evaluation for Database Administrators and Resource Officers for Stage 2.
 The number of training sessions delivered
 The average length of time to administer training sessions
 The number of people attending each training session
 Difficulties in arranging training sessions
 During training session, what areas/issues of concern were raised
 Collated evaluation of Training Session. This included
 Satisfaction rating will all aspects of the training session (e.g. clarity of explanations etc.)
 Level of Data Collection Training Session
 Length of Data Collection Training Session
 Suggestions for improving Training Session
 Additional comments on Training Session
STAGE 3 AND 4 EVALUATION PROTOCOLS
Overall evaluation of Phase 1 Implementation and Client Evaluation of Phase 1 Implementation.
1. Each key-worker was given their evaluation form for Stage 3 by the Database Administrator/Resource
Officer during their ‘Data Collection Training Session’. Each key-worker completed the key-worker
evaluation form for Stage 3 and returned it to the Database Administrator/Resource Officer by a
specified date.
2. The Database Administrator/Resource Officer collated the above key-worker information.
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3. The Database Administrator/Resource Officer received back the Client Evaluation Forms and collated
the information. The Client Evaluation Form was not administered to all clients. It was administered to
those clients identified as taking part in the process to establish reliability.
4. The Database Administrator/Resource Officer completed their own evaluation form during Stage 3.
5. The Database Administrator and Resource Officer conducted debriefing sessions with a sample of key-
workers to expand on the issues raised and to discuss solutions.
6. Having completed steps 1-5, the Database Administrator/ Resource Officer completed the overall
evaluation sheet for Stage 3 and returned it to the Health Research Board by a specified date. This
overall evaluation sheet for Stage 3 contained the information collected during steps 1-5.
7. The Health Research Board collated evaluative feedback from each of the Phase 1 Areas.
8. The Database Administrators and Resource Officers from each Phase 1 Area met with the Health
Research Board to discuss issues arising in Phase 1 sites as recorded in each health board’s evaluation
and to identify appropriate means of dealing with them.
Areas evaluated by Key-workers, Database Administrators and Resource Officers for Stage 3.
 Number of Data Forms administered
 Average length of time to administer Data Form
 While administering Data Form, was there a replacement in regular post?
 Fallout of additional workload
 Difficulties in arranging interviews
 Describe factors influencing length of interview
 Difficulties in administering Data Form
 Number of people refusing to sign Consent Form
 Difficulties in obtaining Informed Consent
 Describe concerns people had about the database
 Comments on Information Leaflet
 Data Content (questions considered insensitive, difficult to understand, repeatedly commented on,
eliciting ‘don’t know’ replies)
 Comprehensiveness and relevance of topics
 Response categories (suitability etc.)
 ‘Other, please specify’ questions
 Specific comments made on each section of the Data Form (e.g. Personal Details, Treatment and
Rehabilitation Services Section etc.)
 Comments on layout of form
 Comments on Guidelines
 Adequacy and clarity of definitions of services
 Comments on protocols
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 Acceptability of Data Form
 Accuracy of emerging information
 Issues arising with regard to Registration Criteria
Additional areas of evaluation for Database Administrators and Resource Officers for Stage 3
 Number of people ultimately registered on the health board database
 Duration of Phase 1 Implementation
Areas evaluated by clients.
Clients were assured that as the Client Evaluation Forms did not contain any identifying information, their
replies would remain anonymous. This allowed for greater objectivity and openness.
 Contact process (understanding the content of and reaction to the initial letter etc.)
 Information leaflet (usefulness and clarity etc.)
 Health board’s ability to answer questions
 Voluntary agency’s ability to answer questions
 Key-worker who administered data form (appropriateness etc.)
 Consent form
 Data Form (appropriateness of questions, sensitivity, clarity, ease of understanding, relevance etc.)
 How they felt about their information being included on the database?
 Suggestions for making people more aware of the database?
Note: It is important to emphasise that the key-worker evaluation forms were a combination of their own
observations and comments and those of the clients to whom the data form was being administered. It was
very important that the viewpoints of clients were incorporated. Therefore, while their views were directly
sought through the client evaluation form, it is important to remember that content of the key-worker
evaluation forms was primarily based on client comments and observations. Constructive and evaluative
feedback was crucial. It was recommended that alternative suggestions for troubled areas be made wherever
possible to ensure constructive feedback.
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APPENDIX 4
PHASE 1 IMPLEMENTATION RELIABILITY PROCEDURES
To establish inter-rater reliability, two raters would each administer a Physical and Sensory Disability
Database Form to the same client at different times. Ideally when establishing the reliability of information
that is being collected, it is important to ensure that the sample is random and representative of the target
population. Furthermore, the selection of the key-workers should also be randomised, as should the
allocation of clients to key-workers for the second administration of the data form. However, there were a
number of issues impeding this process. For example:
 Staffing constraints.
 No existing information on the numbers of people with different types of disability. Therefore, what
proportion of various populations needed to be represented to ensure a representative sample could not
be determined.
 Clients being interviewed before the Master List was complete. Therefore, it was not possible to
randomly assign if Master List was not complete or if, when the Master List was complete, clients had
already been allocated to key-workers/data collectors.
 Clients may not want to have the data form administered to them on two occasions.
It is important to note that reliability testing at this stage does not provide a definitive indicator for national
implementation. In addition to the constraints mentioned above, it is important to remember that the data
form has changed between Phase 1 and national implementation. Any change, no matter how small, would
require further testing to estimate reliability. This reliability exercise will only provide an estimation of the
accuracy of the data that emerged. It is recommended that a full and detailed audit of the data be undertaken
at the earliest opportunity following national implementation.
Based on the purpose for estimating reliability at this stage and taking into consideration the current
constraints, the more viable option for estimating reliability was to select clients who would be willing to
participate in the reliability exercise. While this calls into question the representativeness and generalisability
of the results, it is important to remember that what is of importance at this stage is whether there are any
differences and if so, why are they occurring. This is crucial evaluative feedback in terms of reviewing the
appropriateness of the data form, guidelines and training sessions and amending these, where necessary.
Furthermore, testing at this stage is important, as it enables the client’s evaluation of the database form and
procedures to be collated. Having the data form administered on two occasions deepened their
understanding and allowed for greater insight into the evaluation.
Steps for establishing reliability in Phase 1 Implementation
1. Key-workers who were administering data forms were contacted and asked to identify clients who
might be willing to have the data form administered on a second occasion by a different person during
which the Client Evaluation Form would also be completed. Key-workers (i.e. individuals who are
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administering the data forms who are familiar with the clients’ circumstances) were requested to ask
clients at the end of the first administration of the data form if they would be willing to have the data
form administered for a second time by a different interviewer. It was emphasised that the first
administration be undertaken by the key-worker and that it would be the key-worker who asked the
clients if they would be willing to participate in the reliability exercise and a second administration.
To the greatest extent possible, the Database Administrator/Resource Officer ensured that the resulting
sample of clients incorporated varying age groups and types of disabilities and that a number of key-
workers administered the first set of forms to the sample, that is, that the emerging sample did not
originate from only one key-worker.
2. If the client indicated that they would be willing to have a second form administered, the first data form
completed by the key-worker was returned as soon as possible to database personnel and was clearly
marked as being part of the ‘Reliability – Time 1’ exercise.
3. Once database personnel were informed by a key-worker (i.e. an individual who is administering the
data form who is familiar with the clients’ circumstances) that a client was willing to complete a second
data form, a data-collector (i.e. individuals who are not familiar with the client’s circumstances but are
employed by the health board to administer the data forms) was assigned. Database personnel contacted
the identified client by letter with the name of this data collector.
4. The data collector contacted the client to arrange the second administration of the data form and the
Client Evaluation Form. It was recommended that the second interview would take place within 3 / 4
weeks of the first so that circumstances would not have been significantly altered but was far enough
apart so that clients did not remember how they had responded.
5. On completing the second administration of the data form, the forms were returned as soon as possible
to database personnel and clearly marked as being part of the ‘Reliability – Time 2’ exercise.
6. Once the information for Time 1 and Time 2 for each of the 15 clients participating in the reliability
exercise was entered into the appropriate software, these files were sent to the HRB for analysis. If
discrepancies between the forms were noted, database personnel, key-workers and data collectors were
asked for their insights into why differences may have arisen.
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APPENDIX 5
RESPONSIBILITIES OF DATABASE PERSONNEL ROLES
Regional Physical and Sensory Disability Database Committee
Each health board should appoint a Regional Physical and Sensory Disability Database Committee under a
chairperson (Regional Database Co-ordinator) who reports in respect of this function to the relevant
Regional (Programme) Manager in consultation with the Physical and Sensory Disability Co-ordinating
Committee of the health board. The Physical and Sensory Disability Database Committee should consist of
a small group of individuals from the health board and from the voluntary services in addition to the
Regional Database Co-ordinator and the Database Administrator. It is also recommended that the
membership of this committee include a representative from the health board’s general managers. It is
recommended that the Regional Disability Database Committee be a subcommittee of the Regional
Disability Co-ordinating Committee. However, there will be the option of co-opting appropriate personnel
onto the committee if required. The recommended functions of this committee are:
 to review the operation of the Regional Database and to ensure compliance with the Protocol for the
National Physical and Sensory Disability Database;
 to advise the Regional Database Co-ordinator on operational issues and problems that may arise;
 to agree arrangements for providing access to the data;
 to promote ownership and raise awareness of the Regional and National Physical and Sensory Disability
Database in their health board region.
Regional Database Co-ordinator
Each health board should have a Regional Database Co-ordinator whose role is similar to the Regional
Database Co-ordinators of the National Intellectual Disability Database. While day to day operations can be
delegated to the Database Administrator, the Co-ordinator shall have overall responsibility for the Regional
Database. Responsibilities include;
 overseeing the putting in place of arrangements for the collection and inputting of data from
relevant key-workers/service providers;
 monitoring the accuracy and comprehensiveness of the database records;
 ensuring all new cases are registered;
 assigning Personal Identification Numbers;
 monitoring the registration of people who are without service/key-worker;
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 having in place a rolling training programme (to include completion of the database form and
software) for personnel involved in supplying data to the regional database;
 ensuring that key-worker/service providers have the current version of both the protocols and
guidelines for completing the National Physical and Sensory Disability Database Form;
 overseeing the transferral of data from the regional database to the national dataset;
 monitoring people who are leaving and moving between services;
 ensuring the review and update of database information;
 reporting data from the regional database to regional bodies such as the health board, the Physical
and Sensory Disability Co-ordinating Committee, the Physical and Sensory Disability Database and
to service providers.
 Liasing with the Department of Health and Children, National Physical and Sensory Disability
Database Committee, Health Research Board, Regional Physical and Sensory Disability Database
Committee, Regional Physical and Sensory Disability Co-ordinating Committee and relevant key-
workers /service providers;
 Ensuring compliance with Data Protection and Freedom of Information.
Database Administrator
The role of the Database Administrator involves
 Developing good working knowledge of the Physical and Sensory Disability Database and related
software;
 Making contact with and developing good working relationships with key-workers/service providers;
 Facilitating the collection, review and update of information for the Regional Physical and Sensory
Disability Database;
 Facilitating the inputting of data to the Regional Physical and Sensory Disability Database;
 Working with the Regional Database Co-ordinator and the HRB to ensure the validity of the regional
dataset;
 Providing training to key-workers on the completion of the data form;
 Providing support to software users;
 Undertaking other relevant tasks related to the Physical and Sensory Disability Database, as delegated by
the Regional Database Co-ordinator.
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Resource Officer
The Resource Officer for the Physical and Sensory Disability Database will act as a liaison person in a
community services area for the ‘the lead in phase’ of the development of the database. This will involve a
co-ordinating role in the identification of individuals who could potentially be included on the database.
Specific responsibilities include;
 co-ordinating and leading the identification process, providing background information, and liasing with
service providers (e.g. health boards and voluntary agencies) in order to assist with the identification
process;
 compiling a master list from all those identified;
 allocating key-workers to all those identified on the master list in conjunction with the Regional
Database Administrator and the Regional Database Co-ordinator;
 assisting in the provision of information and training services to key-workers;
 providing advice and clinical support during the lead-in phase (e.g. in relation to registration criteria);
 conducting interviews with people identified who have no identified key-worker;
 undertaking other relevant tasks as delegated by the Regional Database Co-ordinator
It is recommended that the post of the Resource Officer for the Physical and Sensory Disability Database will
be a seconded position for an initial period of 6-8 months.
Clerical Officer (Data Inputter)
The clerical officer is responsible for:
 Providing administrative support;
 Assisting the Resource Officer and the Database Administrator;
 Inputting data;
 Record keeping;
 Developing good working relationships with Database Administrators / Resource Officers / key-
workers/service providers;
 Undertaking other relevant tasks related to the Physical and Sensory Disability Database, as delegated by
the Regional Database Co-ordinator.
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APPENDIX 6
SPECIALISED HEALTH AND PERSONAL SOCIAL SERVICES
ON DATA FORM
* Anything italicised was added after Phase 1 Implementation.
THERAPEUTIC INTERVENTION AND REHABILITATION SERVICES
 Physiotherapist
 Occupational Therapist
 Speech/Language Therapist
 Chiropodist
 Clinical Nutritionist
 Orthotist / Prosthetist
 Public Health Nurse
 Continence Advisor
 Social Worker
 Psychologist
 Counsellor
 Play therapist
 Creative Therapy
 Complementary Therapy
 Assistive Technology / Client Technical Service
 Mobility/Rehabilitation worker for the blind
 Community Resource Worker
 Audiologist
 Aural Rehabilitation
 Tinnitus Retraining
Personal Assistance and Support Services
 Personal Assistant
 Home Help
 Homecare Assistant
 Twilight Nurse
 Driving Instructor (adapted car)
 Communication Assistant Service
 Peer Support
 Sign Language Interpreter
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 Speed Text
 Lip Speaking
 Sign Language Tuition
 Guide Dog Service
 Personal Reader
 Tape (Library Support)
 Braille (Library Support)
 Large Print (Library Support)
 Sighted Guide
Respite Services
 Planned Residential Respite with high support
 Planned Residential Respite with low support
 Planned home-based respite
 Summer camps (residential)
 Summer camps (day)
 Breakaway and befriending schemes
 Holiday respite placement
Day Services
These day services are listed in a coding index that accompanies the data form.
 Baby and Toddler Groups
Mainstream baby and toddler group
Specialist baby and toddler group
 Pre-schools
Mainstream (without health-related services) pre-school
Mainstream (with health-related services) pre-school
Mainstream (with dedicated class but without health-related services) pre-school
Mainstream (with dedicated class and with health-related services) pre-school
Specialist (physical and sensory disability) pre-school
Specialist (intellectual disability) pre-school
Combined (specialist and mainstream) pre-school
 Primary School
Mainstream (without health-related services) primary school
Mainstream (with health-related services) primary school
Mainstream (with dedicated class but without health-related services) primary school
Mainstream (with dedicated class and with health-related services) primary school
Specialist (intellectual disability) residential primary school
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Specialist (physical and sensory disability) residential primary school
Specialist (intellectual disability) day primary school
Specialist (physical and sensory disability) day primary school
Combined (specialist and mainstream) primary school
Primary School Education provided at home
 Secondary School
Mainstream (without health-related services) secondary school
Mainstream (with health-related services) secondary school
Mainstream (with dedicated class but without health-related services) secondary school
Mainstream (with dedicated class and with health-related services) secondary school
Specialist (intellectual disability) residential secondary school
Specialist (physical and sensory disability) residential secondary school
Specialist (intellectual disability) day secondary school
Specialist (physical and sensory disability) day secondary school
Combined (specialist and mainstream) secondary school
Secondary school education provided at home
 Third level education
 Training, Work and Employment Services
Rehabilitative Training
Vocational Training
Sheltered Work
Sheltered employment
Supported employment
Part-time open employment/self employment
Full-time open employment/self employment
 Activation Services
Resource centre for the elderly
Resource centre for people with a learning disability
Resource centre for people with a physical or sensory disability
Social and recreational service (elderly)
Social and recreational service (learning disability)
Social and recreational service (physical and sensory disability)
Rehabilitation service (elderly)
Rehabilitation service (physical and sensory disability)
Special care unit (learning disability)
Specialised day service for people with head injuries
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Residential Services
These residential services are listed in a coding index that accompanies the data form.
 Dedicated high support with nursing care (Elderly)
 Dedicated high support with nursing care (Learning Disability)
 Dedicated high support with nursing care (Physical and Sensory Disability)
 Dedicated high support with nursing care and therapy services (Elderly)
 Dedicated high support with nursing care and therapy services (Learning Disability)
 Dedicated high support with nursing care and therapy services (Physical and Sensory Disability)
 Nursing home
 Welfare home
 Independent unit in a dedicated complex with high support
 Independent unit in a dedicated complex with low support
 Independent unit in a dedicated complex with no support
 Living in community in agency accommodation with agency support
 Specialist unit (e.g. group home for people with brain injury)
 Acute general hospital
 District/Community hospital
 Specialist hospital (e.g. National Rehabilitation Hospital, Cappagh)
 Mental health residential facility
 Living independently in community with high support (>10 hrs)
 Living independently in community with low support (<10hrs)
 Living independently in community with no support
 Living independently in community with house adapted or re-housing
*It is important to note that Residential Services do not imply where people should be, but rather where they
are and this needs to be recorded particularly if people are inappropriately placed.
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APPENDIX 7
REQUESTING INFORMATION FROM THE NATIONAL PHYSICAL AND
SENSORY DISABILITY DATABASE
1. Requests for information from the national dataset should be made to the National Physical and
Sensory Disability Database Committee using the appropriate official Request Form.
 
2. Any individual requiring information from the National Physical and Sensory Disability Database is
required to make a written submission to this Committee outlining the information required, the
reason the information is required and the manner in which the information will be used.
 
3. On receiving a request for information, the chairperson of the National Physical and Sensory
Disability Database Committee will discuss the request with the other members of the committee at
the earliest possible opportunity.  The committee will satisfy itself:
(a) that the use of the National Physical and Sensory Disability Database is a valid one in view of
the proposed use or research project; and
(b) that there is no doubt concerning violation of client confidentiality.
 
If satisfied on these two points, the committee will authorise the release of the requested
information from the National Physical and Sensory Disability Database to assist the person in that
particular research project or application.
 
4. Requests for information concerning the National Physical and Sensory Disability Database will be
subject to the following provision:
a) A student of a professional discipline, seeking information from the National Physical and
Sensory Disability Database will be requested to ask their professional supervisor to make the
application on their behalf.
5. The committee will make decisions regarding authorisation of requests on the basis of a consensus.
If one member feels they cannot agree to the request, the chairperson will contact the applicant to
try and resolve the issue by, for instance, requesting further information or reassurance regarding
the methodology of the study or the proposed use of data.
6. When the committee authorises a request, the chairperson will state in writing the precise
information to be made available and to whom it is being made available, and will give a copy of this
statement to the individual(s) who has responsibility for accessing the information from the National
Physical and Sensory Disability Database.
7. Completed forms should be returned to:
The Chairperson
National Physical and Sensory Disability Database Committee
Physical and Sensory Disability Services Section
Department of Health and Children
Hawkins House
Dublin 2
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National Physical and Sensory Disability Database
Request for Information Form
Name of Applicant:  ____________________________________________________________
Address:____________________________________________________________________
___________________________________________________________________________________________________________________
___________________________________
Name of agency/academic institution (where applicable) : __________________________________
Date requested:  ____________________________
Details of the type of analysis required:
___________________________________________________________________________
___________________________________________________________________________________________________________________
___________________________________
How will data be used:
___________________________________________________________________________________________________________________
______________________________________________________________________________________________________________
Reason for request - please be as specific as possible, general explanations such as, ‘research purposes’ should not
be used:
___________________________________________________________________________________________________________________
______________________________________________________________________________________________________________
(Continue on separate page if necessary)
IF I AM GIVEN ACCESS TO THIS DATA, I UNDERTAKE TO ENSURE THE SECURITY OF ALL INFORMATION SUPPLIED TO ME.  I UNDERTAKE TO
MAINTAIN THE CONFIDENTIALITY OF ALL INFORMATION IN RELATION TO CLIENTS.  I WILL NOT MAKE ANY SUCH INFORMATION AVAILABLE, IN
ANY FORM, TO ANY UNAUTHORISED PERSON OR IN ANY FORM WHICH COULD LEAD TO IDENTIFICATION OF ANY PERSON OR PERSONS.  I HAVE
READ THESE GUIDELINES AND UNDERSTAND THE CONDITIONS WHICH ARE SPECIFIED.
Signature of Applicant: ______________________ Date: _______________________
Date Request Considered:  ______________________
Decision of National Physical and Sensory Disability Database Committee:
 ___________________________________________________________________________
Any conditions which are to be applied to the request:
___________________________________________________________________________________________________________________
___________________________________
Signed on behalf of NPSDDC: _____________________________
Date: ________________________
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REQUESTING INFORMATION FROM THE REGIONAL PHYSICAL AND
SENSORY DISABILITY DATABASE
1. Requests for information from the regional dataset should be made to the Regional Physical and
Sensory Disability Database Committee using the appropriate official Request Form.
 
2. Any individual requiring information from the Regional Physical and Sensory Disability Database is
required to make a written submission to this Committee outlining the information required, the
reason the information is required and the manner in which the information will be used.
 
3. On receiving a request for information, the chairperson of the Regional Physical and Sensory
Disability Database Committee will discuss the request with the other members of the committee at
the earliest possible opportunity.  The committee will satisfy itself:
(a) that the use of the Regional Physical and Sensory Disability Database is a valid one in view of
the proposed use or research project; and
(b) that there is no doubt concerning violation of client confidentiality.
 
If satisfied on these two points, the committee will authorise the release of the requested
information from the Regional Physical and Sensory Disability Database to assist the person in that
particular research project or application.
 
4. Requests for information concerning the Regional Physical and Sensory Disability Database will be
subject to the following provision:
a) A student of a professional discipline, seeking information from the Regional Physical and
Sensory Disability Database will be requested to ask their professional supervisor to make the
application on their behalf.
5. The committee will make decisions regarding authorisation of requests on the basis of a consensus.
If one member feels they cannot agree to the request, the chairperson will contact the applicant to try
and resolve the issue by, for instance, requesting further information or reassurance regarding the
methodology of the study or the proposed use of data.
6. When the committee authorises a request, the chairperson will state in writing the precise
information to be made available and to whom it is being made available, and will give a copy of this
statement to the individual(s) who has responsibility for accessing the information from the Regional
Physical and Sensory Disability Database.
7. People requiring information pertaining to a specific Health Board region should return the
completed forms requesting this information to the Regional Database Co-ordinator in their capacity
as Chairperson of the Regional Physical and Sensory Disability Database Committee.
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Regional Physical and Sensory Disability Database
Request for Information Form
Name of Applicant:  ____________________________________________________________
Address:____________________________________________________________________
___________________________________________________________________________________________________________________
___________________________________
Name of agency/academic institution (where applicable) : __________________________________
Date requested:  ____________________________
Details of the type of analysis required:
___________________________________________________________________________
___________________________________________________________________________________________________________________
___________________________________
How will data be used:
___________________________________________________________________________________________________________________
______________________________________________________________________________________________________________
Reason for request - please be as specific as possible, general explanations such as, ‘research purposes’ should not
be used:
___________________________________________________________________________________________________________________
______________________________________________________________________________________________________________
(Continue on separate page if necessary)
IF I AM GIVEN ACCESS TO THIS DATA, I UNDERTAKE TO ENSURE THE SECURITY OF ALL INFORMATION SUPPLIED TO ME.  I UNDERTAKE TO
MAINTAIN THE CONFIDENTIALITY OF ALL INFORMATION IN RELATION TO CLIENTS.  I WILL NOT MAKE ANY SUCH INFORMATION AVAILABLE, IN
ANY FORM, TO ANY UNAUTHORISED PERSON OR IN ANY FORM WHICH COULD LEAD TO IDENTIFICATION OF ANY PERSON OR PERSONS.  I HAVE
READ THESE GUIDELINES AND UNDERSTAND THE CONDITIONS WHICH ARE SPECIFIED.
Signature of Applicant: ______________________ Date: _______________________
Date Request Considered:  ______________________
Decision of Regional Physical and Sensory Disability Database Committee:
 ___________________________________________________________________________
Any conditions which are to be applied to the request:
___________________________________________________________________________________________________________________
___________________________________
Signed on behalf of Regional Committee: _____________________________
Date: ________________________
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APPENDIX 8
DOCUMENTS PRODUCED DURING PREPARATION OF PROPOSALS
Information Manual for Database Administrator
 Protocols
 Note on Data Protection Issues
 Standardised Correspondence
Letter (A) about Master List (Voluntary Agencies)
Letter (B) after Master List (Clients identified through voluntary agencies)
Letter (C) after Master List (Clients identified through health board treatment services)
Letter (D) after Master List (Clients identified through health board allowance lists)
Letter (E) after Master List (Clients identified through self-selection)
Letter (F) after Master List (Letter 2 sent after Master List requesting contact details)
Letter (G) after Master List (Letter 3 sent after Master List about contact details)
Letter (H) for Agents of Health Board for the purposes of Data Collection
 Checklist for arranging interview
Fax/Letter Checklist for arranging interview
 Informed Consent Form
 Physical and Sensory Disability Database Form
Quick Guide to Data Form Responses
Prompt for Data Form
 Physical and Sensory Disability Database Form Guidelines
 Descriptions of Specialised Health and Personal Social Services Listed on form.
 Diagnostic Category Codes
 Technical Aid and Appliance Codes
 Agency Codes
− ERHA Agency Code List
− MHB Agency Code List
− MWHB Agency Code List
− NEHB Agency Code List
− NWHB Agency Code List
− SEHB Agency Code List
− SHB Agency Code List
− WHB Agency Code List
 Contact Information
123
Training Materials
Training the Trainers in Data Collection
- Information Manual for Database Administrators as described previously
 Database Administrator/Resource Officer Training Manual and Checklist for the delivery of the Data
Collection Training Session locally
 Materials required by Regional Database Administrators for local training.
- Evaluation Sheet for local training sessions
- Hard copy and electronic copy of overheads to be used in local training sessions.
- Attendance Sheet
- Hard copy of Protocols (in a format to facilitate photocopying)
- Hard Copy of Informed Consent Form
- Hard Copy of Contact Checklist
- Case Study Scenario and Answer Sheet
- Blank data form for completion during case study
- Hard Copy of Key-worker Data Collection Manual (in a format to facilitate photocopying). To
include:
Informed Consent Form
PSDD Data Form
Quick Guide to Data Form Responses
Prompt for Data Form
PSDD Guidelines
Description of Services
Diagnostic Category Codes
Technical Aid and Appliance Codes
Agency Codes for the specific Health Board
Contact Details of Resource Officer and Database Administrator
Software Training
• Copy of Overheads
• Software and Data Entry Manual
• Field Definition Document which lists the specified Field Name, Description, Data Type (e.g text, date,
numeric), Field size, Default value (if applicable), Validation Rule (a rule that has been specified through
expressions or macros to validate the data), Validation Text (the message that is displayed when data
fails validation) and whether the field is required (i.e. a value must be entered into the field) for every
item on the data form).
• Sample Data Forms
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• Physical and Sensory Disability Database Form – Default Values: This document highlights which
variables are defaulted in the software and what the default (Not Applicable) value for each item is.
• Physical and Sensory Disability Database Form – Clarification Values: This document highlights what
code should be inserted, if the data inputter comes across an item, which needs to be clarified before
the value can be entered (e.g. illegibility, blank field etc.).
• Physical and Sensory Disability Database Form – Refusal Values: This document highlights what code
should be inserted if an item has not been completed because a client has refused to do so.
Awareness Material
 Information Leaflet
− Standard
− Large Print
− Braille
− Audiotape
− Sign Video
 Information Poster
 Press Release
 Information Pack
 National Physical and Sensory Disability Database Newsletter – (three issues)
 Information Session overheads / notes
Evaluation
This was a crucial element of Phase 1 Implementation but is not applicable to National Implementation.
 Evaluation Protocols
 Questionnaires
− Evaluation 1: Client and Key-worker Identification
Key-worker Form
Resource Officer / Database Administrator Form
Overall Form
− Evaluation 2: Appropriateness of Training
Key-worker Form
Resource Officer / Database Administrator Form
Overall Form
Training Sessions Evaluation Form
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− Evaluation 3: Overall Evaluation
Key-worker
Resource Officer / Database Administrator
Overall Form
− Evaluation 4: Client Evaluation
 Feedback
− Evaluation 1: Client and Key-worker Identification - Feedback and Recommendations
− Evaluation 2: Appropriateness of Training - Feedback and Recommendations
− Evaluation 3: Overall Evaluation - Feedback and Recommendations
− Client Evaluation: Collated Feedback
 ‘Other, please specify’ Feedback and Recommendations. During Phase 1 Implementation, there was the
opportunity to have ‘other – please specify’ options. Thus, for each section on the data form, people
could include a service that they used but which had not been included on the Data Form. This
document is the feedback on this information.
